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PREFACE

This document presents the proceedings from an international
symposium that was held on June 3, 4, and 5, 1990 in Washington, D.C.
Co-sponsored by the United States Department of Labor, the Organi-
zation for Economic Cooperation and Development (OECD), and
the University of Maryland, the symposium was planned to create a
forum to discuss critical issues in employment of persons with disabil-
ities in Europe, Australia and North America.

The initial idea for the symposium evolved from the discussions
of Department Chair Dr. Philip J. Burke, Drs. Margaret J. McLaughlin
and Lani Florian of the Department of Special Education at the
University of Maryland, and Mr. Martin Gerry, Assistant Secretary for
Planning and Evaluation, U.S. Department of Health and Human
Services. Atthe time, Mr. Gerry was Visiting Scholar in disability policy
studies at the University of Maryland and consultant to the Organiza-
tion of Economic Cooperation and Development. Mr, Gerry’s aware-
ness of the eftorts OECD countries were expending on preparing
voung adults with disabilities to transition into the workplace led to
the developmentofasymposium designed to disseminate information
gathered by the OECD concerning successful strategies within mem-
ber countries to assist young adults with disabilities make the transition
from school to sustained gainful employment.

In 1987, the United States Department of Labor offered a grant to
the OECD to support rescarch on emnloyment of persons with dis-
abilitics. The Department extended this grant to the OECD to support
the symposium, The University of Maryland and the Department
of Health and Human Services also contributed support. Mr. Lex
Frieden, a prominentdisability rights activistand United States Depart-
ment of Labor representative to the OECD, was the natural choice to
chair the symposium.

The symposium was planned as a small working meeting. Partici-
pants were invited based on their experience with developing transi-
tion and employment initiatives. Individuals from various countrics
were assigned 10 one of three working groups to discuss issues and
suggest policy options in cach of three arcas related to employment:
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Personal Choice; Effective Integration and Supportin the Workplace;
and Organizing and Financing ( ommunity Services. Presentations by
hizh ranking policvmakers created an exciting context for the sympo-
sium. At the time of the symposium the United States was on the verge
of passing the Americans with Disabilities Act, a comprehensive civil
rights bill for individuals with disabilitics which includes important
anti-discrimination provisions regarding employment. This docu-
ment presents those presentations and the summaries of the two days
of discussion and dialogue concerning critical issues related (o
employment of persons with disabilities. The document provides the
context for understanding better the problems and exigencies of
developing full employment policies as well as the varied approaches
nations are using to support such policies.
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INTRODUCTIONS

INTRODUCTIGS: 3 THE INTERNATIONAL
SYMPOSIUM ON EMPLOYMENT OF
PERSONS WITH DISABILITIES

LEX FRIEDEN, EXECUTIVE DIRECTOR,
TIRR FOUNDATION, HOUSTON, TEXAS

Itis my pleasure o welcome ali of vou to Washington for what
promises 1o be a productive and provocative conference. The partic-
ipants in this symposium represent a unique blend of perspectives,
experiences, knowledge, and backgrounds. We have experts from
Norway, Sweden, Denmark, Australia, Canada, Taly, and the United
Kingdom joining a wide range of American participants,

As vou know, this symposium is sponsored by the United States
Departmentot Labor, the Departmentof Healthand Hunian Services,
the: Organization for Economic Cooperation and Development
(OECD), and the University of Marvland. These sponsors have set
three very important objectives for this meeting,

The first is to familiarize American professionals with innovative
Faropean approaches to emplovment and service coordination for
people with disabilities. Over the past 10 vears, OECD, with the
support of the United States Departments of Labor and Fducation,
has been studving the transition of voung people with disabilitics as
they move from school to the workforce, The OECD results (sec
l)il)lingr;q)hy) are relevantto experience in the United States, and our
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symposium will help disseminate this valuable information.

The sponsors’ second objective is to exchange information on
disability policies, programs, and the labor market situation in the
United States. With the recent passage of the landmark Americans
with Disabilitics Act (sce Appendix for a fact sheet on the Act), the
United States has taken a major step toward ensuring the civil rights
of citizens with disabilitics. On another front, the American business
community’s involvement in job training and education has yielded
cncouraging results which we will share here,

The third, and perhaps most important, objective of this confer-
ence is to discuss specific issues and make recommendations for policy
and program changes. On afocused and practical level, we will identify
barriers to implementing effective programs, and look tor ways 1o
overcome those barriers,

Thesuccess of ameeting suchas this depends on critical elements:
good planning and preparation, good subject matter focusing on
important issues, and good people. This symposium has all of these,
The challenge for us now is to use this opportunity as efficiently and
cffectively as possible so we can all gain from the experience, With
that in mind, Twould like to review our agenda for the next two days.

First we will hear from Thomas Alexander of the OECD who will
introduce the results of that organization’s studies on transition from
school to the workioree. Roderick DeArment of the U.S. Department
of Labor will discuss labor market trends and how thev atfect the
cmplovment of persons with disabilities.

Next, United States Representative Steny Hover, sponsor of the
Americans with Disabilitics Act, will explain the signiticance of that
legislation. Martin Gerry of the Department of Health and Human
Services will talk about the economie consequences of the unemplov-
mentof people with disabilities, followed by John Fish who will discuss
the OECD wransition stadies in detail.

After this exchange of information about U.S. and international
experiences, we will begin group discussions. Fach group will meet
twice today for repeating sessions and once tomorrow for in-depth
follow up. You should attend two different groups this afternoon, and
choose one to return to tomorrow. During the final joint meeting, we
will summarize the findings of all the sessions,

For these group discussions, the sponsors of this conference have
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sclected three important issues based on advice from many of you.
Iwould like to review the issues with you and examine their relation-
ships to cach other.

The firstissue is personal choice, a subject we in the United States
have paid a great deal of attention to in recent years. The decision-
making role is the most important one for persons with disabilities.
Yet, too often we have interpreted personal choice 10 mean using
mechanistic tools to evaluate people’s skills and interests, and then
providing them with directions,

We have to translate the concept of personal choice and indepen-
dence from the theoretical level o the personal level so individuals
with disabilities can manifest their abilities in the process of making
decisions. T submit that anyone with a disability, given appropriate
choices to make, can do so. Our programs should facilitate decision-
making throughout an individual’s life.

Yet, while we have examples here and there of programs thatwork,
we've never been able 1o effectively promote personal choice in a
svstematic, institttionalized way. Itis up to us to tigure out how to do
that, and in our discussion group, we can begin talking aboit practical
ways to make personal choice a reality for people with disabilities.

The second group will focus on effective integration and support
in the workplace. Until recently, we talked about work as an isolated
subject. But for people with severe disabilities, work involves interre-
lated social, political, cconomic, and service systems. It involves prac-
tical issues: getting dressed and ready cach day, commuting, {inding
a place to live, finding opportunities for socializing and recreation,
Those of us with disabilities understand all the conditions ne cessary
before cmplovment is possible.

Most people with disabilities do ot see work as an inte gral part
of their lives, and they don’t recognize that work will lead o other
opportunities in the community. As long as persons with disabilities
have no incentive 1o go to work, supported cmployment and other
reinforcement programs will be ineffective,

We have 1o expand our concept of successful integration. The
Americans with Disabilities Act will go a long way toward moving
people with disabilities into the workforee because its approach is sys-
tem wide. Bevond that, we have o broadly define supported employ-
ment o incude whatever is needed to make work a meaningful part

ERIC 12
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of life for individuals with disabilities.

The third topic for group discussion is a wise and necessary one:
organizing and financing community services, How can we achieve
our objectives of personal choice and successful integration into the
workforce when we don’t have effective coordination and financing
for programs?

For the most part, we haven’t been able to apply the theoretical
concept of coordination to our dealings with individuals. We have
examples of successful case management in Australia, Canada, the
U.S., and other countries. These give us a clue to moving from
coordination as a national policy to the actual coordination of services
to people in their home environment. But suspect that case manage-
mient is not the ultimate solution; without coordination at all levels,
we will lose our initiative and momentum.

Coordination is a practical issue. But because of the number of
agencies involved in every disabled person’s life, coordination can
seem almost unianageable. Financing can also seem an overwhelm-
ing issue. The amount of money available depends on time, place, and
cconomic conditions, and many of the most effective programs look
to a varicty of sources for funding,

Yet difficult as coordination and financing may seem, we have to
regard them as manageable problems and address them as though
they have solutions. That is the best way to accomplish our objectives.

In our groups, we will have only a limited time to discuss very
complex subjects. I suggest that cach group first arrive at a common
understanding of the nrain issues, then move to a practical level by
developing recommendations, and identifying and addressing barri-
ers to implementing change,

The work we will do here is important, As our speakers this
morning will tell you, the majority of people with disabilities are
capable of meaningful and valuable work, However, few achieve what
they are capable of and many renmin dependent all their lives, This
is a loss not only for individuals hut for socicty. Economically, socially,
and culturally, we are all hurt when large numbers of our citizens are
left out of the workforcee.
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INTRODUCTIONS

SYMPOSIUM GREETINGS

PRESENTED BY THOMAS 1. ALEXANDER
DIRECTOR FOR SOCIAL AFFAIRS, MANPOWER, AND EDUCATION,
ORGANIZATION FOR ECONOMIC COOPERATION AND DEVELOPMENT

Let me express my thanks that the Organization for Economic
Cooperation and Development has been able 1o collaborate in this
conference. As international organizations go, the OECD is unique.
Itis a forum where the 24 industrialized democracies of the world
meet together. We also have Yagoslavia, a member with special status.
It's not a homogencous group, We have the United States, We have
Portugal. We have Japan, We have a range of cconomic performance,
and do have a common uniting theme: pluralistic democracy based
on the philosophy of the market. Demographic trends in OECD
countries are changing the composition of the labor force. The
number of young people entering the labor foree is diminishing and
these traditionally have been the most adaptable, highly skilled work-
ers in the market.

Skill shortages are emerging, have emerged in some countries,
and paradoxically they often coexist with high levels of uncemploy-
ment. The changing character of jobs and skills and the labor markets
themselves pushed by technological change have increased interde-
pendence and globalization,

These areall challenges that labor market policy nakers are going
to have to face hecause unless labor markets adjust to these new
challenges, the growth we expect, the g}'o\rlh we hope for, is going to

RIC 4
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be forestalled. Governments, therefore, agree that policy should now
shift from passive support to active measures in labor market policics.

The object is to improve labor supply in quality and in quantity.
Training will be an essential clement in this and so will improved
employment services. It will be essential to ensure that training and
other measures are adapted for those people who for one reason or
another have been excluded from the labor market. All people should
be given the opportunity to participate in the mainstream of economic
and social life. This encapsulates the notion of the active society
providing the means for those who want to participate in society to
do so.

Opportunities for new job openings for people with disabilities
are being created. Perhaps the greatest challenge will be to cope with
the changing skill requirements of the labor markets in the 1990s and
to demand life-long learning and retraining. The evidence is clear
that a very high percentage of young people with severe disabilities
are capable of employment and independent living, provided that
they have appropriate education and training in their middle 20s, and
that appropriate support continues to be available to them when
needed.

But in practice, only a small percentage of people with severe
disabilities achieve these objectives in adulthood. Many leave educa-
tion for a dependent type of lite. Transition is often a process charac-
terized by a fragmented pattern of national, regional, and local
responsibility for individuals and families and more often determined
by special interests, budgets, and tradition than by the needs of the
individual.

Several OECD studies have identified a number of factors needed
for successtul ransition. The transition phase must be identified and
find a response in policies and services. There should be clear aims
for the phase of transition and its process. Opportunities should not
be limited by stercotyped attitudes at the end of education. All agen-
cies concerned should recognize cach other’s contribution and work
toward a core of national efforts to agreed ends. Agencies and profes-
sionals must involve parents and families in the discussion of aims and
programs.

Innovative practices can be helped or they can be hindered by the
course or framework within which they are developed. All o often

1o
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policy can have unintended side effects. For exam ple, a benefit system
that is available only when an individual is employed and cannot
be used to support low wage work, creates obstacles to supported
employment.

Creative policies must be developed to facilitate innovation.
Despite the fact that integration is accepted as a reality in most OECD
countries, much remains to be done. The time has now come to look
afresh at nolicies and practices.

This symposium is taking placc ata time when ¢ - se of OECD
work on transition for those with disabilitiesisdraw . zonclusion.
Your deliberations will not only be an effective mean  ssemin ating

the work in the United States, but I'm sure that new issues will emerge
trom your discussions which will provide us with much material for
further study.
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LABOR MARKET FORCES
AND THE EMPLOYMENT OF
PERSONS WITH DISABILITIES

PRESENTED BY
RODERICK A. DeARMENT, DEPUTY SECRETARY,
US. DEPARTMENT OF LABOR

IUs aspecial privilege to open the International Policy Symposium
on the Employment of Persons with Disabilitics.

Iwould like to take this opportunity to describe current U.S. labor
market trends and how the employment of persons with disabilities is
being affected. The United States is now in the midst of significant
demographic and technological changes that have far-reaching impli-
cations for everyone, particularly for persons with disabilitices.

Labor market statistics indicate the total number of persons with
disabilitics is more than 4% million, or about 1 in 6 Americans, Only
about 1 in 3 persons with disabilities is in the labor force, compared
with 65% of the general population. Over 15% of individuals with
disabilities are unemployed, compared with approximately 5% of the
U.S. population. The most disturbing figure and, indeed, the reason
we're here today, is that the majority of special education students in
the ULS. leave school for some form of dependency.

These are discouraging statistics. There are several critical factors
converging that make emplovment prospects for people with disabil-
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ities much brighter in the days to come. The growth of the labor force
is slowing asa result of declining birth rates, which will force employers
to look beyond their traditional sources for cnury-level workers, for
example, to people with disabilities.

Indeed, we expect that over the 1990s the labor force will only
grew about 1% ayear. During a really rapid period in the 1970s, the
labor force was growing at about 2.7% So, with the 1% growth in the
labor foree and the economy growing at a higher rate, there is going
to be acconstraint on the number of available workers, and employers
will have to trn o non-traditional methods of reeruitment if they
expect to remain competitive in the labor market,

Atthe same time, the restructuring of the American ccononmy will
continue to demand overall higher and broader levels or basic skills
in the woikplace. For individuals with disabilitics this changing cnvi-
ronment means that as the number of jobs requiring manual skills
deercases, physical limitations will become less and less relevant.

Although the Department of Labor shares the responsibility for
serving persons with disabilities, all agencies in this Administration
are committed o inereasing access to the labor market. Furthermore,
the rights of persons with disabilities will be reinforced when the
President signs the Americans with Disabilities Act.

The Labor Department’s primary vehicle for training individuals
at risk is the Job Training Partnership Act. We are arrently secking
to strengthen this Act through amendments that will target the disad-
vantaged vouth and adults most at risk of long-term uncmplovment,
We expeet that this will lead to more services for individuals with
disabilities.

State emplovment agencies, which are funded through Depart-
ment of Labor grants, provide services for applicants with disabilitics
who need help in obtaining employment. 1ocal cmplovment service
offices generally have at least one staff member assigned o ensure
that applicants are given counseling, occupational testing, job search
assistance, employability appraisal, and placement services. Often
local offices work closely with other community-based organizations
to provide training, rchabilitation, and supportive services.

The Department’s emplovment and training administration also
provides funding for seven national advocacy organizations for indivi-
chals with disabilities to provide a wide range of information exchange,
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training, and job placement opportunities. One of those organizations
is the Association of Retarded Citizens of the United Etates. This group
is extremely active with supported employment cfforts. As a result, this
organization reports placing more than 37,000 people in competitive
jobs over the last two decades. Employers today know it is in their
interest to help expand the ranks of trained, employable persons with
disabilities. Companices can communicate their needsto rehabilitation
professionals. Butwe believe business must become even more directly
involved in the training process by becoming a partner in existing
programs.

The Department of Labor is anXious to publicize private sector
sticeesses in assisting persons with disabilities find competitive jobs.
Some of these successes are highlighted in a recent study pr -+ ved
for the Department, entitled “*Opportunity 2000.” This study inciudes
numerous strategics for recruiting, developing, and retraining dis-
abled workers as well as minorities, the economically disadvantaged,
older workers, and veterans

In cooperation with federal and state governments, IBM hasbeen
working to provide computer programming training courses for per-
sons with physical disabilitics. Since 1982 more than 2,500 persons
have graduated from 38 training centers around the country, and IBM
proudly states that 80% of the graduates are being placed in jobs
starting at $20,000 a ycar or more.

Another success story is Marriott Corporation’s § cogram to train
workers with mental retardation to perform jobs in the company’s
cafeterias. At the conclusion of 13 weeks of training, the company may
hire them for openings in a nearby Marriott tacility or send them
job-ready o a referring agency for placement with another company.
Similar training programs and training geared toward other persons
with disabilities are offered regularly in Marriott operations arc ad
the country and these cfforts have earned the corporation many
awards from rchabilitation agencies.

Onee workers with disabilities are integrated into the workplace,
attitudes will change. The Department of Labor is anxious to work
with all of vou to make a reality that benefits all of us. I'm sure this
two-day meeting will provide a better focus for helping people with
disabilities find employment in today’s economy, particularly those
youny people trying to make the transition from school to work.

20!
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Beforelleave Iwant to share with youa thought that was expressed
by Anne Sullivan during an address to a conference on the education
of Helen Keller. Close to 100 years ago this famous teacher gave the
conference a charge. “Lask you to free your minds from preconceived
notions and theories regarding this case and give it the thought and
study it deserves, with a view to satistying vourselves whether the same
or similar results can be obtained when children are so fortunate as
to have cyes and cars with which to sce and hear.” Anne Sullivan’s
charge holds even today and Lurge you to step back and take a fresh
ook at these problems,

21
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CIVIL RIGHTS FOR PERSONS
WITH DISABILITIES IN THE UNITED STATES

PRESENTED BY
THE HONORABLE STENY HOYER
MEMBER OF THE U.S. HOUSE OF REPRESENTATIVES

Fam pleased to be with all of you. You're fortunate, in my opinion,
to be holding this conference here as the United States is on the verge
of enacting the Americans with Disabilitics Act (ADA, see Appendix
tor a fact sheet on the ADA).

Thelegislation which I'm going to discussis, in the words of almost
every person who has been involved in civil rvights legislation through
four decades in this nation, the most important civil rights act that we
have passed in America since 1964,

Indeed, if we also pass the Civil Rights Act of 1990, Ralph Neas,
who is the executive director of our coalition which fights for civil
rights in this nation, savs that it may well be the most imporant year
tor civil rights in the history of this country. Fvery time he tells me
that, I wonder about the Emancipation Proclamation and other
similar documents. He may have overstated by just a little bit, but in
any event, it is obviously important, and 1 am pleased 10 have played
some role in that effort,

I came of age, at least politically, in the era of John K Kennedy,
Many of you, in our own country and throughout the world, heard
his call to public service and commitment w make life beter for not
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only the citizens in this country but for citizens around the world.

I was very enamored and impressed and motivated by that call,
About children who were handicapped, we now use the term “dis-
abled,” but *handicapped children” was the phrase at that point in
time when Kemnedy said, "Although these children are the victims of
fate, they shall not be the victims of our neglect.” 1 think that ought
to apply to every citizen, able or disabled, black or white, male or
temale, rich or poor: that persons in our societies wherever we find
them ought not to be the victims of our neglect.

Last June 15th, the sponsor of the Americans with Disabilities Act,
Tony Cocllio, one of the most able members of the Congress of the
United States and one of the most able politicians in America, decided
to leave the Congress of the United States; he turned to me - 1 was a
close friend and also a close ally in the effort o pass the Americans
with Disabilities Act-and asked mie to shepherd that bill through the
House of Representatives,

I mightsay that Tony Coelho had a special reason for being avery
strong sponsor. He has epilepsy. There were some who historically
would have said he was disabled. T think the Tast word that vou would
apply to Tony Coclho is “disabled” in aav sense of the word,

However, prejudice and ignorance had shat hint out. In fact, he
had wanted to be a priest and had gone to seminary for a vear and
they had said, wher they found out that he had epilepsy, “You cannot
be a priest.” Their focus, of course, was on the “dis” rather than the
“ability.” Their focus was on the prejudice rather than the knowledge
of disabilitv,

Over the months that I worked on thie Americans witin Disabilities
Actin the Congress, Learned thatignorance, prejudice, and miscon-
ceptions are discrimination, be it based on race, sex, national origin,
religion, or disability.

I know there are some of vou here today from some of the Gentral
Evropean nations as well as other nations of the world, and T under-
stand there is a representative here from Poland. Lech Walesa gave
one of the most compelling speeches that 1 have ever heard given to
a Joint Session of Congress: he was joined shortly thereafter in similar
sentiments by Vaclev Havel, the poet-philosopher-president of
Czechoslovakia, _

Both of these men had a common theme and that theme was that
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the words of Thomas Jefferson, as incorporated in the Declaration of
Independence, were some of the most compelling ideas for those
emaiging nations as they seck 1o make their countries more open,
more democratic, more free, both in the political sense and in the
cconomic sense. Thomas Jefferson said, “We hold these truths to be
selt-evident, thatall men are created equal, endowed by their Creator”
- not by the state - “endowed by their Creator” - a higher being than
the political state - "with certain unalienable rights and among these
are life, liberty and the pursuit of happiness.”

However, even in a nation so pereeived, 1have learned from Lex
Frieden and thousands of others that the reality of daily life in America
for persons with disabilities is not focused on individual opportunity
and rights.

I have also learred in the course of talking to people who are
challenged daily by a disability about reasonable accommodation.
Now, all of us make reasonable accommodations every day. 1 make
them o my staff and our staffs make them to us, There are vagaries
of difference in cach of us. You make accomodations to vour children.

o make them o vour spouses. You nike them o vour fellow
workers. We all make reasonable accommodations,

We learned that people with disabilities can, in fact, do an awful
lot, very much, in fact, if’ given the opportunity and reasonable
accommodation. T recognized, as did my colleagues, the parallels
between types of discrimination that Americans are more familiar
with, and discrimination based on physical appearance, or on the
belief that all people with a discase like epilepsy will have uncontrol-
lable scizures or that some people hear the world in a different way.

Itis no different, T have learned and my colleagues have learned,
than the assumption that a different skin color means one's talents
and abilities are inherently ditferent. My learning experience was not
unique. In fact, Ibelieve that the process that Members of the House
ol Representatives went through in learning abowt the needs of
persons with disabilities while considering this bill gready contributed
wourvictoryand the 40340-20 vote for passage of ADA. Fach Member
of the Congress in one way or another shared the experience of
education during consideration of this bill,

One of the most important results of the ADA and the intensive
lobbying cffort of scores of dedicated individuals with disabilities
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was the education of Members of Congress, and the education of
advocates and opponents,

There were really no opponents of ADA. Nobody would ever saty
they opposed the Americans with Disabilities Act, but there were some
changes some wanted to make. Some changes were more extensive
than others, but there were no opponents of this legistation.

The opponents learned well, and far more than from any hearing,
fact sheet, or floor statement; the learning process included a height-
cning of consciousness which has been so much a part of every civil
rights movement, whether it was the heightening of consciousness in
Birmingham by that stark television portrayal of the dogs of Bull
Connor confronting the civil rights marchers in Birmingham, the
incarceration of Martin Luther King, or whether it was the heighten-
ing of consciousness in the women's movement in America, where it
was made crystal-clear that we discriminated badly against females in
our society.

We all had to raise our consciousness with respect to persons with
disabilities, and one of the things that has happened during the
consideration of this legislation over the past four vears has been that
raising of consciousness. The Members saw and heard from people
with disabilitics who explained o them their needs, their rights to
equality, and the effective wavs to achieve that end. We Frarned 1o look
to the world around us from a differeat perspective, and we saw that
it was intaceessible to far oo many of our citizens. It is that education
process that must be continued in the coming months, in my opinion,
in order to make the Americans with Disabilities Act a successful law
in this nation,

In the coming vears, disability will not dictate and define an
individual’s course of life, at least theoretically., Tt is the course of life
for persons with disabilities that this bill is designed 1o address.

The ADAis a comprehensive bill which ncompasses all facets of
life. Tt is not simply an employment bill thia protects agamnst discrim-
ination in emplovment. It is not simply a transportation bill, although
it ensures that our nation's transportation svstems, public and private,
will be accessible, Itis not simply a telecommunications bill, although
the ADA will finally fulfill the wish of Alexander Graham Bell and
provide that the nation's commumication system is of use - maximum
use, hopefully - to the hearing- and speech-impaired.

)
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Finally, it is not solely a public accommodations bill, aithough it
does provide that new buildings will be built accessibly and that eur
restaurants, movie theaters, doctors’ offices, pharmacies, hotels,
stores, and other places of public accommodation will no longer be
able to post signs saying, “Disabled need not enter.” The Americans
with Disabilities Act is a law that over time will change the face of
America by truly bringing, inviting, encouraging the dissbled, who
have been left out or shut out of so much of American life, into the
nainstream of American cultural, cconomic, social, and educational
life

The ADA is based on the recommendations of the National
Council on Disability, a bipartisan group of 18 persons appointed
some years ago by President Reagan, The ADA was truly a bipartisan
cfort, strongly supported by the President of the United States, whose
leadership was eritical 1o the overwhelning, timely passage of this
legislation. T might parenthetically say that while Trefer 1o it as timely,
itis effectively centuries late, as was the 1964 Givil Rights Act. However,
itis always timely to correct errors of discrimination, and in that sense
itis timely,

The National Council on Disability found, after extensive and
exhaustive investigation, that Americans with disabilities faced dis-
crimination in alinost every facet of their lives, including emplovment,
housing, transportation, commumications, and recreation. As a result,
people with disabilities are more likely o be poor, are morc likely o
be unemployed, and are more likely to be receiving public assistance,
They are also less likely 1o travel, are less likely 10 attend sports and
leisure activities, less likely to go to the grocery store and other public
accommodations. I fact, people with disabilities are less likelv 1o
participate in virtwally allaspects of mainstream activities of Anerican
life.

The solution, we determined, was througl a mimber of sections
thataddress cach area specifically, The crployment section prohibits
discrimination against qualified individuals. Tt was very difficult to
comnunicate that concept, very frankly, at the outset, tiat the Ameri-
cans with Disabilities Act is not telling, nor should it tell cniplovers to
hire people whoare not qualified to do the job. It simply says, however,
that those who are qualified ought not to be shat owt for sone arbitrary
distinction which does notadversely impacton theirability to perform
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the essential functions of the task that the employer needs doing... a
very important concept.

Itis a concept that we know and accept full well when we deal with
national minorities, women, and other discriminated against groups.
We are now saying the same thing about those who have disabilities,
that anless it is relevant to the performance of the job, you cannot,
must not - it is un-American, immoral and bad business to - discrimi-
nate against able people. The employer, therefore, is required to make
a reasonable accommodation to permit them to be able to be
employed.

The ADA further provides that employment tests or qualitication
standards cannot screen out people with disabilities unless those
requirements can be shown to be jobrelated and related to business
activity. Once again, we are saying “no” to arbitrary and capricious
discrimination.

As I have already mentioned, the law provides that our nation’s
public and private transportation systems must be accessible. Let me
emphasize that throughout the ADA the highest standards of accessi-
bility are reserved for new vehicles and new structures.

We understand that there is a cost relationship here. We under-
stand that we needed to be reasonable. We understand that although
this bill is late, it is nevertheless in most respects prospective, We are
asking people to accommodate the future. We are asking people to
plan for the future. We know that will very substantially minimize the
cost, particularly in the transportation area,

Thus, under the ADA, all new vehicles purchased, including
public buses and commuter light, rapid, and interstate rail cars must
be readily accessible to and usable by those with disabilities. In fact,
there were two very controversial amendments on the floor of the
House dealing with thatissue, and they were soundly deteated by the
full House of Representatives, rejecting the concept of separate but
equal transportation systems, a concept that had been rejected in 1954
with respect to segregated education in Brown v. Board +f Education.

New buildings also must be built to be accessible as must major
renovations to a primary function area, such as making the path of
travel accessible.

The suny of all these provisions is that one day soon lives will be
dramatically changed and enhanced. For the children who have gone
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through school under the Education of the Handicapped Actand are
ready to move into the world, we will be able to meet their justified
expectations,

We will no longer be a society which says, “Your work is not valued.
Your presence at our sports events, in our stores, and at our public
entertainments is not welcomed. And this public bus, funded with
public funds, is not for all our citizens.” We have now rejected all of
those conclusions in law and policy.

Perhaps the most vital element of the ADA s its totality. As I have
told you at least two or three times already, it addresses all facets of life.
Each partof the ADAis intrinsically linked toone another, as the various
modes of transportation, communication, access to buildings, employ-
ment opportunities are inextricably intertwined in our own lives.

ADA is a comprehensive bill which recognizes that two-thirds of
the working-age persons with disabilities do not work. Think of that.
In a society where we are on the verge of having a labor shortage,
two-thirds of that number do not work, not because they don’t want
to work, not because they don’t have abilities with which they could
perform certain tasks that our society needs doing, but because our
society has not made the accommodation to include them, even (o
our cconomic detriment.

For example, a recent Lou Harris poll found that 28% of the
non-working persons with disabilitics cited the lack of accessible
transportation as the reason they did not work. Therefore, one of the
reasons why it was so important to have a very broad-based treatment
of the whole challenge was the internal nature of the problem,
Without the ability to get to work, having a job is somewhat of a
meaningless right. It would have made no sense to have guaranteed
cqual opportunity for a job but to have no protection to get into the
building in which that job was located.

Now that we're on the verge of passing a major picee of civil rights
legislation which reaches out its hand, opens its door, and puts down
the welcome mat, now, what do we do?

The answer I suggest to you is that it’s a responsibility of cach of
us to make this policy a reality for people with disabilities. Nothing
happenssimply because Congresssays it’s going to happen. Ithappens
because people are willing and enthusiastic about carrying out that
policy.

[
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To our friends from other countries who may not have accom-
plished an ADA at this point in time, we invite you, we urge you, to
Join us in this action that we have taken because as the world shrinks,
as we travel from one country to another much more casily, as we
become a much more integrated economic unit as a world economy,
as opposed to individual economies, it is important not only that the
citizen who lives next door to me in District Heights, Maryland can
getdowntown to Washington, D.C. to work on transportation, it’s also
important that others can get around in London or in Moscow or in
Tokyo or in Soweto.

It is important that we have universal access for the those with
disabilitics just as we have universal access for most of us in this room
who do not have specitic challenges for which we need some reason-
able accommodation.

The world is opening up like never before, In some respects, ADA
is Glasnostand Perestroika for people with disabilitics. Many in the last
vears have come to Washington to find out about this landmark,
unprecedented legislation. The United States will soon be, I am told,
the first nation to adopt a cotuprehensive national policy of non-dis-
crimination against people with disabilities. Yet, maybe in one of the
countries represented here today you have significant legislation or
public policies from which we can learn. One of the great viraues of
the explosion of information exchange in the world is that we can
hetter learn from one another.

Although we have passed this fegislation far later than we should,
it is now time for all of us to implement it as quick.y and as eftectively
as we can, We must ensure that we fully include one in six Americans,
43 million Americansin daily life. That number is an incredible figure,
one that I'm sure most members of the Congress totally rejected carly
on in the consideration of the legistation,

Fam amazed at how many people have come up to me over the
last three or four months as my involvement in the Americans with
Disabilitics Act has become known in my community. They tell me
about theirspouse, their brother, their sister, their mother, their father,
their neighbor, their friend, their teacher, their coworker, whomever,
who has a disability and has not been accommodated. Tt is amazing
and I am more convinced every day that 43 million is absolutely
accurate,
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Some of those disabilitics, of course, are difficult to visually see
and, therefore, we perhaps think they do not exist. Again, no one
looking at Tony Coelho would ever think disability, but remember, just
as recently as 1962 he was rejected from being a priest because of his
epilepsy. Happily the Roman Catholic Church has now changed that
policy as they have become educated and more sensitive. They lost a
tremendous resource, which was the Congress” great gain and the
public’s great gain.

Americans, as I'm sure so many of the people of the world do,
have aninherent belief that there is a place for everyone in our society
and that place is as a full participant and not a bystander.

So, to my American colleagues who are here, Isay to you that you
have before you an exciting and vital responsibility. It is casy, relatively
speaking, to pass a law. We know that it was, as a result of the
heightening of consciousness of 1964, relatively casy - there were still
120 plus who voted against the Civil Rights Act of 1964 in the House
of Representatives - to pass that bill,

However, none of us Americans would be honest in saying that we
have fully implemented the premise and promise of that legislation
in 1990. Perhaps we will never attain the full goals of that legislation,
but hopefully in our country every year that goes by there is a greater
consensus that it ought to be accomplished, not only because it is
consistent with our principles, but because it is consistent with good
sense.

We are now confronted with the challenge of having articulated
a policy and passed laws which will require architects and builders to
acconmmodate, to make accessible, to allow things to be readily usable
by persons with disabilities. We have told this to people who have
businesses, who have doctors’ offices, who have places of public
accommodation, who have banks that vou and I take for granted and
must use day to day for our own use, for the use of our tamilies, for
cconomic mtercourse generally.,

We have said, “You must :nake those places accessible.” We have
told public and private agencies, “Over time your transportation
facilities will be accessible.” We have told communications companices,
“You will allow people to communicate with one another notwith-
standing a hearing or speech inmairment.” That's what we've said in
the law. Now the somewhat more difficult, long-term and perhaps not

O
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as dramatic will occur, and that is the implementation of this legisla-
tion. Most of you in this room are experts. Obvicusly all of you in this
room are sensitive to the challenge; T would hope thatall of us together
in the United States and around the world will become sensitive o
the challenge.

" Another hat that I wear is as a co-chairman of the Comnission on
Security and Cooperation in Europe, the Helsinki Commission. What
has the Helsinki Final Act done? It has no army. It has no intrinsic
bureaucracy. It has none at all, as a matter of fact. It has no way to
implement the ideas that were enunciated in the final act. What it has
done is to provide forums to talk with people, educate people, urge
people to live out the promises contained in the 1975 Helsinki
Final Acc.

We need to do thatwith respect to disabilities. In domestic forums
in our own countries, in international forums as well, we need to say
to people, “Be sensitive.” Understand that passing an actis not enough.
Going by the letter of law is not enough. It is the spirit of inclusion
that we want 1o accomplish, and that is the vital task that is going to
be left to cach of you.

I opened by saying that John F. Kennedy said that child.en with
handicaps would not be the victims of the neglectof their government,
indeed of their society. Individuals with disabilities for too long have
been the victims of our neglect, consciously or subconsciously. It is
now time forus to recognize the great opportunity olaccommodating
very able people who can do so much for all of s,

As the chairman and chief operating officer of one of our big
companies said, “Not only is the Ainericans with Disabilities Act good
policy, it is good business.” And it is certainly consistent with the
principle that we see spreading throughout the world today that Says
that the final analvsis and the final test of government is how it treats
cach and every individual, based upon that individual’s human
dignity.

The Helsinki Final Act speaks in terms of human dignitv, Lex
Frieden deserves myv accommodation, not becanse the state S1ys SO,
but because of his dignity as a human being and because of what he
has the ability to offer our society, given his commitment, his talent,
and his willingness to exercise those talents on behalf of himself, his
family, and all of ns,
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to join you, and ook forward to

working with you in the coming weeks and months and years, to make
a reality the Hromise of inclusion for those in our world and those in
this country who have a disability but ought not to suffer from our

insensitivity.

1 thank you for this opportunity




PRESEHTATIONS

ECONOMIC CONSEQUENCES OF THE
UNEMPLOYMENT GF PERSONS
WITH DISABILITIES

PRFSENTED BY MARTIN GERRY, ASSISTANT SECRETARY
FOR PLANNING AND EVALUATION, U.S. DEPARTMENT OF HEALTH
AND HUMAN SERVICES

I thought what I would try to do is talk «a little bit atout why we
needed this conference in the first place. Many of you whs have been
to OECD conferences have sometimes asked yourselves that question.
They're usually held in very nice places, so there are always good
reasons to be there, but the question of why we're actually having the
conference seemed to be one that I might want to tackle briefly from
the American :olicy standpoint.

We believe, and the President strongly believes, in the concept of
transition from school to work. He helicves in the concept of the
integration of people with disabilities in the social and economic
mainstream. And we have some very good models in the United States
that address those issucs.

What we do not have is a system. We don’t have the translation of
good ideas, both from outside the United States and inside the United
States, into actual system changes that would atfect virtually all people
with disabilitics,

We need such a system, and specificaliv we've identified several of
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the clements that are most important. They all somehow come down
to “case management.” I try to avoid this term in the United States
because “case management” is a term that sounds a lot like pushing
paper: Let’s call it “case advocacy or coordination.” That s, the way to
create within the social infrastructure of our government - and realis-
tically it has to be in local government - the capacity to really be of
assistance and to coordinate all of the services and resources that are
necessary to ctfectively support and create equity in the system for
people whose abilities and disabilities require supports that are not
consistently provided to others.

We have tried difterent approaches, just as you in the various
countrics that are represented here have tried ditferent approaches
and we now need to come down to some final solutions. I think
Congressman Hoyer's speech illustrates quite dramatically in an extra-
ordinarily timely way the need to do it soon.

The Americans with Disabilitics Act (ADA) will simply increase
the demands on the system to change, but it does not contain the
design of that change. It contains pressures on employment. It con-
tains pressures on education. It contains pressures on transportation
systems and public accommodations. The mechanism of how we're
going to pull the services together in a federal system like the United
States and make them really available to familics and individuals is
something we have not yet accomplished. It’s a design that we, partic-
ularly in the Executive Branch of government, are going to be
expected to create,

I think one of the things that is important in trying to take a look
at where we are in the United States is to brief'v take a look at the
evolution of federal disability p. licy. We have, I hink, reversed the
relationship between economic policy and social policy that existed
up until President Bush’s inauguration, It's clear to me that during
the last decade economic policy played a preeminent role and that
the dialogue within the American social policy arena was: “How much
money do we haver”™ "What can we afford to spend?” and then finally,
“What should we spend it on?” The use of the money was the last of
the series of questions and the monev drove social policy.

Now, it seems clear to me we need to re-order the relationship of
economic poliey to social pelicy. This is not to say that we have all the
money that we need for everything we want to do, but the relationship
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ought to be that the social policy drives the amount of money.

So if we reverse the order and ask a slightly different set of
questions, 1 think they would be: “What are our social goals?" and then
sccondly, “In what way should government act Lo assist individuals to
meet these goals? What's the role of government in doing something
about that?” and then finally, “What economic resources will govern-
ment require to carry out itsrole successtully?” We have to realize that
there are economic resources devoted constantly by non-governmen-
tal sources to this problem as well, but we're talking only about
governmental resources.

Brietly, “What are the social goals and principles?” Having worked
in several of the countries represented here that 1 think have some-
thing that we do not have, which is a social policy, T believe it might
he good to talk about what that social policy could be.

Lwould have to observe thatat least up until 1988, neither political
party had put forth anything that could be called i coherent vision of
a social policy. There were views and positions and concepts but no
social policy.

Social poliey is not disability policy. It's a policy about people,
about the expectations of how we hope our society will work for the
people init. The testof a good social policy, itseems tome, is whether
itworks for all of the people inasociety, because if it doesn’t, then it’s
not a social policy, it's a policy for some subset.

Disability policy was beginning to fall into the trap of becoming
the exception policy. We have asocial policy for “reguler” people, and
then we have a disability policy. Of course, the minute vou fall into
that trap, no matter how wise the policy, you're headed for significant
disappointments both in terms of the content of the policy and the
resources that are dedicated o it

On the other hand, countries that T worked with have demon-
strated thatitis quite possible toframea social policy thatincorporates,
perhaps even better than most disability policies would, the basic
principles around which we want to organize this society.

I've tried to draw from the President’s statements, both during the
campaign and since he’s been clected, a few of those social policy
principles, which Thope will form a background for our conference.

The first is that the philosophy of normalization requires us to
establish a unitary social vision. Individual goals include the maximiz-
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ing of the opportunities and choices realistically available to each
person, whether disabled or non-disabled or black or white or male
or female or young or old. There are really four crucial dimensions
to this: that’s opportunities and choices for personal awtonomy, inde-
pendence, selfrespect, and freedom from caret- Lers; opportunities
and choices for economic selfsufliciency through sustained inte-
grated and compensated employment; social integration and partici-
pation; and opportunitics and choices for life styles, and family and
peer associations. Of course these are perfectly good and perhaps the
best set of policies for people in general. I think what's happencd in
the evolution of disability policy is that it has arrived at the pointwhere
it has become the inclusive policy. In other words, it started as the
“exceptions” policy and through its evolution it’s established itself as
the policy for everyone, just as the basic principles of special education
are the basic principles of education for everyone,

But what about government action, given these individual poli-
cies? What are the goals for government action at any level - federal,
state, or local? Here I would like to suggest five principles: (1) to
maximize the ecconomic, social, and political productivity of all citizens
as an interest of governmeny; (2) to maximize the choices for personal
freedom and independence of all citizens; (8) to assure the integration
and participation of all citizens within the social, economic, and
political fabric of communities; (4) to ensure fairness and equity,
meaning justice, within the operation of social, econonie, and polit-
ical instituwtions of the community and of the societv; and (5) 1o permit
citizen involvement in governmental decision making to the greatest
extent consistent with fairness and equity goals,

Itis also imporiant to take a look at where we are in terms of social
policy goals. What about the outcomes of special education programs,
for example, in the United States? The picture is not very bright. We
have a drop-out rate for students with disabilities which i substantially
higher than for other students, We know that sociocconomic status is
measured by houschold income and that head-of-household education
is strongly refated to that drop-out rate. In other words, we have «
relationship between resources, disability, and dropping out of school,

We know that 78% of all special education graduates are not
emploved on a full-time basis during the first three vears following
school departure. We know that 23% of these voung people with
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disavilities who have been out of school less than one year work
part-time for pay and only 22% work full time.

Weknow that employment levels for youth with disabilities nationally
are markedly below employment rates for non-disabled youths, We know
that over 95% of special education graduates with moderate to severe
disabilities are unemployed during the first three years following school
departure. We know that even after that, there is a significant wage
differental in terms of the average hourly wage between youth with
milder handicaps and those who are more severely disabled.

We know that 21% of voung persons with disabilities out of school
more than one year have been arrested. We know that rate is 44% for
young persons with emotional problems,

For young adults, that is people who have been out of school for
atewmore years, you have to take alook at the Social Security Program,
onc of the programs administered by our Department. For example,
thrre are over 500,000 persons under the age of 21 and 1.2 million
persons under the age of 35 with moderate and severe disabilities who
receive Social Security Insurance (SS1) and Social Security Disability
Insurance (S88SDI) benefits. The total population enrolled in these
programs is 6 million.

The SSDI population, and therefore the nature of the Disability
Insurance Program, is rapidly and dramatically changing. Over 33%
of the persons newly entering the SSDI program during the last several
years have been 35 vears of age or younger and have alinost all heen
reported with mental impairments. That probably has something to
do with the drug problem in our socicty, among other reasons,

Now. what about the programs we have in place for transition, the
social security and vocational rehabilitation transition programsz 1
think it’s clear that the vocational rehabilitation system s still unable
to assist many persons with moderate and severe disabilities to enter
and 1o sustain gainful employment, Despite statutory priority, the
cffectiveness of vocational rehabilitation services with respect to per-
sons with moderate and severe disabilities has actually decreased
during the last decade. That is, the program is less successful than it
was 10 vears ago. You can speculate on why, Perhaps the reason is it’s
actually serving more severely disabled people.

We have a system, the Social Security Vocational Rehabilitation
Referral (VRR) system which is financed by our Departinent that has
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been extraordinarily ineffective. Less than 2% of all of our applicants
ever receive VRR services and few are under age 25. In other words,
it doesn’t serve anybody.

Now, what about the currentand future ecconomic consequences
of the patterns of unemployment I spoke of carlier? Let me make a
few points here. First, there are serious econoinic consequences of
this failure. We are literally squandering billions of dollars on life-long
total dependency because of our social inability to expend a fragment
of that amount of money to improve the quality of education, transi-
tion, and employment support services, SSI and SSDI beneficiaries
receive assistance at sub-poverty levels, butaverage yearly expenditures
for cash and medical assistance from state and local money of oyer
$15,000. Taking the population of people right now who are under
the age of 30 and projecting ahead using the current return to work
rate which is less than 1/2 of 1%, the current long-term risk exposure
for the United States for this population of about 900,000 people
exceeds 81 trillion.

This is larger than the national debt of the United States and that
is without adjustment for inflation. So if you want to look at what it's
going to costthesociety justin terms of outlays to continue this pattern
of excluding 900,000 from the labor market during their lifetimes, 1
think 31 trillion turns out to be quite a conservative figure,

This extravagance is going to come home to haunt us most vividly
in the next 15 to 20 years as the labor force availability in the United
States shrinks and the demand for new emplovees rises. We e going
to confront a generation of young people with disabilities who are
systematically unprepared for the derands of integrated competitive
cmployment.

Morcover, the curve pattern of unemploviment will threaten our
ability to sustain our current gross national product. The economic
sceurity of the United States will be atlected if we do not significantly
alter the pattern of participation in the labor foree for people in the
United States. In other words, we will be unable to maintain the gross
national product as it now is.

Also, the current level of unemployment will begin 1o directly
threaten the fiscal integrity of the Social Security trust fund that is
expected to support prograr is for millions of middle-class Americans,
many of whom are constantly voting down things like bond issues for
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schools. Today there are roughly 5.5 workers carning for every two
beneficiaries who receive retirement benefits. This ratio will drop to
approximately 3 to 2 by 1995 and reach the equilibrium, that is 2 to
9, by the year 2005. So if the current labor force participation of
disabled people remains where it is, the Social Security trust fund will
be in jeopardy because there simply won't be people paying in the
benefits for the people who now, for the most part, are fairly uncon-

cerned about the problem.

What are the implications of all this for this symposium? First it's
clear from all of the research that we've done -and the Office of Special
Fducation and Rehabilitation Services has published quite an excel-
lent study in their last year’s report to Gongress- that for students with
disabilities there seems to be avery clear relationship between having
paid employment during secondary school and the ability to obtain
a paying job upon leaving school. In other words, there are some
significant things going on in countries like Denmark and Sweden
and Italy related to training and jobs and schools that we need to take

alook at.

Secondly, it's clear that we need to forge new relationships among
parents and schools, among state agencies, including the mental
retardation/developmental disabilitics system, and with unions and
emplovers. Again, there are lessons to be learned from European

experiences and SucCesses.

We also have to expand the use of $S1and of Medicaid asa funding
source for some of these changes. It's simply not fair and it's not
p()ssiblc to expect the puhli(' school systeins, for example, to bear the
increasing costs of ransition and to expect that the local tax revenuce
base is going to provide the kind of ongoing support services that we
need, because for some people we need to provide a system that
creates reasonable accommodation day after day after day to support
people inan cauitable environmeni within which to work.

The demands of schoolbased rarsitional support, it seems, lead
(0 two or three issues that we'll be talking about. 1 think in ltaly,
remarkably innovative things have been done based on the concept
that the psycho-social environment in which people work has a tre-
mendous influence on their success; the attitudes of employers and
coworkers may be much more important than the training of the
disabled person.
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A fairly radical concept for the United States, but one that I think
we have to pay increasing attention to is the necessity of building the
relationships between unions and other labor representation organi-
zationsand employers around this work. I think we have to look at the
trial work contract concept. Much has been done in Italy to demon-
strate the wisdom of getting people actually in jobs even if that involves
paying for the salary for the first year of work and then transferring
people from that program to competitive employment. This demon-
strates the wisdom of an investment very well made.

Finally, I think we have to really take a look at the development of
ongoing {inancing systems that will provide the financial support for
employment and community living support networks. We have many
outstanding examples and models in the United States, but we have
notchanged the system as yet. We're still looking at good models and
talking about innovation but we really haven't figured out how to
institutionalize these concepts and change the system. Most of the
people who have been innovative and creative have done so, by their
own words, “despite the system,” as opposed to because of it In fact,
many are just now (rying to come back to see if there’s anything they
can get from the system, having figured out for years how to finance
what they were doing around it. I think. we have to be ready for their
return with something more than the same structure that they faced
in the first place.

This conference is of tremendous importance to our Department
and, in fact, to the Administration as a whole. The transition of young
people with disabilities from school to work is a high priority of the
President and his Administration. We have the opportunity to share
the key ideas that some of you have learned from hard experience
and successful models.

I certainly appreciate the opportunity to address all of you this
morning and I can tell you that our Department will pay great heed
to the results of this conference. We are prepared to launch model
demonstration programs to support some of the technical insights
thatare gained here. The only way we're going to do anything with
the benefits of this conference is to provide the financial support
necessary forstate and local government to actually try these programs
out in the real world.
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TOWARDS AN ADULT WORKING LIFE

PRESENTED BY JOHN FISH,
CONSULTANT TO THE ORGANIZATION FOR ECONOMIC LOOPERATION AND DEVELOPMENT

['would like to start Ly expressing my appreciation of tire oppor-
tunities provided by the transition program. One of its most notable
features has been the international teamwork and friendship it has
generated.

When the transition initiative was first started, in the late 1970s,
there were two themes: integration and transition. Dr. Martin Gerry
and David Thomas began the program which concentrated on the
adolescent phase,

In those days youth unemployment was high and open employ-
ment received less emphasis, but three threads, evident then, have
become increasingly important. One was the recognition of an adult
status for persons with disabilities which moved away from the “eternal
childhood™ model of long term dependency. The second was the
contribution of parents to the transition process and the very dificult
issues, arising during the process, which face them. The final thread
was concern for those with severe and profound disabilities and
whether or not they would be offered real work. Until recently the
serious consideration of these issues was not common,

Individuals make many ransitions in their lives, for example trom
home to school, from clementary to secondary education, from work
to retirement. Fach transition has common features which include the
estabiishment of personal space and worth in new groups and sestings.

By far the most imiportant transition is that from school through

oy
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adolescence to adult and working life. This establishes a basis for
relationships, rewards, and recognition in adult life. A successful
transition should result in a satisfactory life style, a sense of personal
worth, a valued place in the family, and a recognized contribution to
the ncighborhood and community.

Aims, expectations, and objectives for transition are set by the
cultural values, policics, and practices in individual countries.
Although independent living, work, developing family responsibili-
tics, and community participation through leisure and recreational
activities should be accepted as objectives for all young people, it is
the aims, expectations, and objectives of different professionals and
agencies which are crucial to their achievement.

When the OECD’s Center for Educational Research and Innova-
tion (OECD/CERI) began, it was evident that bits of transition were
being tackled. There were very good normalization, independent
living initiatives in Scandinavia and in parts of the United Kingdom
and the United States. People we ild fund preparation for work
without any attention to transport to and from work. We needed a
conceptual framework for transition because of this fragmentation.
The Americans with Disabilities Act is heartening because it looks at
all the important bits of a person’s life at the same time.

Transition is something which, after a person leaves school,
hecomes divided administratively into further education, social wel-
fare, employment, and health interests with no guarantee that people
in those sectors will talk to cach other. The buck is passed, like a baton
in arelay race, from one department or agency to another. It is left to
the young people, and particularly their parents, to fight their way
through a maze of different programs and responsibilities.

Even where there is one agency, for example for intellectual
disability as in parts of Scandinavia or the United States, it may be very
paternalistic. It may see people through from the cradle to the grave
but not necessarily in an integrated way.

Throughout the work on disability there were pressures to
deseribe handicaps, to give figures for the size of ditferent categories
and to speafy precisely the total size of the group concerned. It soon
became clear that definitions varied so widely between countries, and
between government departments within countries, particularly dur-
ing transition, that few meaningful statistics could be collected.
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The distinction between a disability or significant difficulty and its
handicapping cffects for the individual has become increasingly
important. It took five years to move OECD/CERI from talking about
handicapped adolescents to thinking & sutyoung people with disabil-
ities. This distinction has profound implicat” .ns for policies and
practices.

Two conclusions are clear. First, handicaps are individual and
relative to particular sitwations. Sccondly, they are socially and admin-
istratively defined. The incompatibility between developing individual
programs and the categorical thinking often demanded by those
funding facilities and services is not always recognized or resolved in
practice.

Martin Gerry had mentioned the aims of transition which have
been teased out as the CERI program has developed. We need a
coherent policy to achieve these aims. Martin and I had the privilege
of looking at the policies in three OECD member countries in 1986.
We found that in two of the three, one branch of government was
putting millions into preparing young people for employment while
at the same time another department was putting millions into giving
people pensions for life as long as they were unemployable and unable
to live independently. The incompatibility between these two policies
was not recognized.

In one of the countzies they are now looking at financing individ-
wal transition. One of the important messages irom the study is that
it is necessary to seek ways to delay a final statement of the long term
cffects of disabilities until the individual has izeen through a decently

financed transition program that maximizes independence and
employment potential. Coherence is also necessary in the relationship
between employment and disability.

An OECD Panel has been looking at employment practices for
those who are disabled. Each country concerned submitted a paper
in an agreed form, One of the sections was “Disability in Youth” and
this was the least well developed. The country papers for the pancl
concentrated almost exclusively on wartinee and adult injury and the
re-cmployment of those disabled at work. The entry of young people
with disabilities to work was almost completely ignored. At the same
time the OECD report “Labor Market Policies for the 1990s” stresses
the need to employ those who are disabled.
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It is now possible to identify a number of criteria and standards
which characterize successful transition. Effective practices demon-
strate that appropriate training technologies, longer periods of train-
ing (involving direct experience), and positive cxpectations can
cnable even the most severely disabled young adult to achieve much
higher levels of competence in employment and independent living.

Some procedures at the beginning of transition may limit oppor-
tunities rather than open them up. Assumptions are often based on
school performance, and opportunities for exposure to open employ-
ment and independent living are not offered.

Assessment procedures should be positive and include evaluating
performance in real life situations outside school, identifying individ-
ual ransition needs, and developing an individual program to which
all concerned, including parents, contribute.

Do voung people and their families get sufficient information in
a form they can understand? Young people do not always know where
to look for the information they need. They and their families should
receive clear and accurate information about all the options available
to them.

The OECD work has identified three phases of transition: a) the
tinal school years, b) the intermediate years of further education and
training, and ¢) support in the early years of independent living and
employment. Very ofien these phases are arbitrary, and administra-
tively, divisions cause people to pass from one agency to another
without a continuity of concern.,

Professionals working in different phases of transition do not
always talk to cach other and work towards continuity in the curricu-
lum. They should work with cach other o ensure progression, conti-
nuity, and coherence in what is offered in an individual program.
There is also a need o provide a single point of reference for the
individual and the family over the whole of transition.

Much has been done to involve parents in transition in the United
States. Two studies of the development of self-advocacy in the United
Kingdom have identified the stresses and strains of this process expe-
ricnced by parents, Parents have agreatdeal to contribute to transition
but they need help to set reasonable goals for their children and ofien
to let go of their voung people as they move into adult life,

‘The issue of family involvement is one that has not been tackled
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effectively in many transition programs. Effective transition involves
a new tripartite relationship, with agreed goals for transition between
young people, their parents, and professionals.

Protessional practices should change from leadership, through
partnership with the young person, to providing services chosen by
the adult. Special education is full of people who feel that a disabled
person’s performance is a measure of their own effectiveness and not
the individual's. Growing independence and adult status require a
greater equality in participation and decision making. A changing
pattern of professional practice should resultin the recognition of the
disabled person as a responsible adult making as many decisions as
possible.

Are services flexible during transition? Do all the services in any
one area or neighborhood know what they want to achieve by the time
their clients have reached their middle twenties? Even if these services
cannot coordinate their efforts they can at least work to agreed aims.

Have we solved the problem of transterring financial management
from professionals and parents to the young person, the.eby giving
some degree ot economic independence?

Looking at the overall orientation in relation to these criteria, we
can ask the following questions: are policies and practices integrative
or segregative? are they “dependent care” or independence oriented?
do they recognize individuality and choice? are they inward looking
or do they reach out to cooperate with other agencies? are they staft
or client oriented?

Technology has been mentioned but one important aspect is
consutner opinion. The United Kingdom contribution, “New Tech-
nology, Disability and Special Educational Needs," isa vervinteresting
study of consumer response. Young people with disabilities have
recorded their response to using technology in schools and colleges
and the way it has atfected their lives, In many instasices after thev've
gotten used to using technology in education itisnotavailable to them
at home or at work.

Another important aspect of OECD work has been the establish-
ment of indicators of quality. These indicators include looking at the
extenttowhich students are empowered and enabled to make choices,
parents are involved in planning transition, programs focus on the
functional skills necessary to live independently and to work, transi-
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ton programs promote continuous interaction with non-disabled
contemporaries, and services have a coherent plan.

We need a concept of transition as a united whole happening to
a person and not something where different agencies are responsible
for separate bits. We need to have agreed aims and agreed criteria for
the quality and effectiveness of services,

We also have to recognize that whatever professional agency we
come from, we cannot manage transition alone. It is a responsibility
shared with other agencies, Even more importantly itisa responsibility
shared with the young people concerned as they realize their own
adulthood.

The OECD/CERI transition program is now heing concluded,
although some studies will continue. This U.S. Conference is an
important occasion for disseminating outstanding transition practice.
Itis also a unique opportunity to share the international experience
gained by many of those present who have conwibuted o the
OQECD/CERI vansition work.
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PERSONAL CHOICE

A SMALL GROUP DISCUSSION MODERATED BY PHILIP J. BURKE,
UNIVERSITY OF MARYLAND AT COLLEGE PARK, U. S. A.
JORGEN HANSEN, MINISTRY OF EDUCATION, DENMARK

INTRODUCTION

This discussion group focused on issues related to choice for
persons with disabilities. Participants from the OECD presented infor-
mation about programns, practices, and rescarch in their respective
countries, These presentations were followed by a general discussion
of the issues raised and an exchange of views, ideas, and policy options.
Participants also identified barriers to choice, strategies for overcom-
ing the barriers identitied, and the implications of implementing such
strategies.

UNITED KINGDOM

In England, government funded colleges of further education
have been established to support vocational and technical education
for students over 16 years of age. Many of these colleges operate
discrete courses for students with special needs. This phase of educa-
tion focuses on preparing young people for employment, The OECD
supported a feasibility study to determine the needs of students with
special needs relative to interagency collaboration based on the con-
cept of personal choice for the individual.

Three arcas were looked at in terms of choice: the role of new
technology, support of young people and their employers during their
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initial cmplovment period, and the changing role of parents during this
transition. These areas were related o other areas of field research,
drawing on the experience of practitioners and individuals. The project
was called “Working Together” The principles that guided this work
were: all young people have a right 1o adult stawis; the impairment of
voung people with disabilities and their families must be at the heart of
all ransition programs; professionals should work for the person with
animpairment, notfor the professionals who are deciding the programs;
and the voice of the individual with an impairment should he heard.

“Working Together”looked at transition as a process that involved
interrelated objectives: emplovinent, useful work and value activity,
personal autonomy; independence, adult status, choice, social inter-
action, commmnity participation, leisure and recreation, and roles
within the family, These are the same objectives that apply 1o all young
people. Whatever is done for people with disabilities should be an
extended support of what is done for everybody else, not something
separate or different,

Three major studies were undertaken. They focused on: a) tech-
nology, supported employment, and selfadvocacy; b) how parents are
affected by the developing independence of their children; and ¢)
selfzadvocacy skills with disabled adults using a svstem of portfolio
preparation. Although this work originated in education, other agen-
cies have supported these efforts in recognition of the need to work
together and coordinate efforts o pursue programs and common
goals, to drop professional barriers and share experience,

DENMARK

By the 1980s Denmark had developed a professional svstem based
on the principle tiat all things must be provided jor a person with a
disability. In some agencies there were more professionals than clients,
This was explained as the risk in a rich country: that a long standing
service delivery system becomes over protective and free choice (pau-
ticularly for those with severe cognitive disabilities) is limited. In the
1980s policy makers began to discuss the term “client” and its impli-
cation that the service provider has the knowledge and knows what is
good for the clients who should not be allowed to decide very miuch
for themselves.

Subsequent fegislation and statutory rules cmpowered parents
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and personswith disabilities to make decisions about what they wanted
of a service. For example, parents can now choose between special
and ordinary schools. Of course, with choice comes responsibility,
and responsibility for a decision clearly rests with the person making
the decision.

Although everyone agrees that persons with disabilities should
have free choice, itis important torecognize that persons with disabil-
ities represent a very heterogencous group. In Denmark one in eight
students has been referred to special education. Of this group of
100,000, 75% are categorized by social problems (low social ability,
learning difficulties, problems with language, cte.). People with phys-
ical impairments do not constitute a problem in “our rich countries.”
The problems concern a growing group of youngsters with social
problems. It is very ditlicult for them to make choices.

Counseling is required. Therefore, a comprehensive counseling
sistem needs to be in place so that the individual can seck advice from
avariety of sources and so thatthe service is readily and naturally available,

Choice also requires opportunities, Itis false to give a person with
a disability choice if it means that the person only has one option from
which to choose, Currently in Denmark, etforts are aimed at develop-
ing counscling systems and establishing different opportunities within
the education system, the labor market, and so forth.

Three main principles guide the development of this counseling
system: normalization - everyone must be part of the same system;
decentralization - community-based decision-making; and integration -
placementin settings with persons who are not disabled. A counselor,
called a kurator, is part of a professional team in the local arca. There
are 135 kurators covering 180 municipalities in Denmark. The kura-
tors’ job is to support the school as to the education of the student
with adisabilitv so that he orshe isbetter able to leave school, Kurators
set up contact with the local labor market and further educational
institutions as well as advise the familv, Thev also foliow the child with
a disability from the secondary school until he or she is satistactorily
placed in the Tabor market.

An important clement in assisting pupils with special needs in
choosing a career is work practice, Work practice is a mixture of work
experience and actual emplovment. It begins in the ninth grade, and
the amountof time spent in on-the-job training increases from several
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weeks to half of the school year in the tenth grade. The student gains
insight into the working world, and the school has a chance to judge
the student’s future possibilities. The kurator works with the student
and the family throughout this time so that everyone has a good idea
of what the student will do when he or she finishes school. Unlike the
sitiation in the U.S. where the parent is faced with the problems of
high staff turnover, the Danish kurator works with the student through
the grades and for several vears after school,

Kurators are trained special educators who are released from
teaching a certain number of hours each week to function in the role
of kurator and work with families and students. The case load for a
kuratoris about 35 students in grades cight through ten and that many
again who have leftschooland are working or are in further education.,
Kurators can follow students for two vears after school or until the
stuclents turn 19. Experience has shown that the kurators should take
the initiative in follow up; however many former students main tain
contactwith theirkurators for several vearson theirown initiative afier
turning 19. Many kurators want o follow students until they are 21
although the legal age in Denmark is 18,

Kurators approach local emplovers and solicit positions for their
pupils. They also make special agreements with tade unions in
arranging work practice. The kurator is alwavs @ member of the
community as it is important to know the community well in order to
find suitable places for work practice.

Although there is notmuch data on the kurator svstem, one thing
that is known is that the emploviment rate of young people who have
ackurator is better than itis for those who do not get this service, This
situation is true for wonten and men. There are no differences in
Denmark between jobs in which men are placed and jobs in which
women are placed.

Inaddition to the kurator system, another issue related to choier
is the unemploymentsituation, High unemplovment is a disadvantage
for persons with disabilities; improvement in the cmployment situa-
tion improves the possibility for free choice, A new policy in Denmark
says that ifan inemploved man is offered a job and he refusesit, then
he is turned out of social welfare or other cash benefits, In this way, a
precondition for having a real choice situation is an improvement in
the employment situation,
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AMERICAN BUSINESS-EDUCATION PARTNERSHIP MODELS

Many segments of industry are interested in the educational
process because of concern about job applicants who are illiterate.
Often applicants have bad work habits or poor discipline.

As aresult, some businesses are forming partnerships with educa-
tors. For example, Martin Marietta operates a partnership in one of
its companicswhereby business people sitdown with educators (junior
college personnel, vocational institutions, ete.) in an eftort to jointly
review the curriculum so that the outcome is a person with skills
desired of emplor < es of the company. Business gets an opportunity to
help set standards for the graduates of the program and groom
potential emplovees. The emplovers help design the courses and
graduates who successtully complete the program have jobs when they
ar¢ done. Notable examples in the United States include: Disney
World, AT&T, Westinghouse, Sun Bank, and Martin Marictta,

Volunteer networking programs involve experts who volunteer
their time to give some service to people who have problems. For
example, at one national Iaboratory in the United States, scientists
and technicians volunteer their time to help persons with disabilities
with assistive technology devices.

Some industries offer sign language courses which enable persons
who are not hearing impaired to interact with hearing impaired
colleagues on the job aswell as in restaurants, churches, libraries, and
other places of public accommodation.

DISCUSSION

The discussion initially centered on gender difterences and the
socialization of women in many cultures as homemakers rather than
wage camners. The problems associated with such views are exacer-
bated for women with disabilities particularly in niatters pertaining to
peisonal choice, For example, in cultures where the expectation for
women is to be dependent, to stay at home, and be cared for, it will
be difficult in the face of historical attitudes to educate wonen with
disabilities to become self=sufficient decision-makers and to empower
them to control their own lives.

One major problem is pav equity. Many counselors in schools are
counseling voung women to opt for training that will only lead o low
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paving jobs with no opportunity for promotion or moving up a carcer
laclder. Another problem relates to the attitudes of parents. Evervone
involved in the process of dealing with young women needs to
acknowledge options other than minimum paving jobs.

In the United Kingdom and in the United States, even in entry
level positions which normally have more women than men, cmploy-
crs request voung men with disabilities when they have a choice. Saclly,
people are so content to merely place a person with a disability into a

Job, any job, that there is no thought given to career prospects,

promotion, or the special problems confronted by women with dis-
abilitics.

There is a need for the total networking of service providers, of
cducators, and emplovers so that individuals can understand the
alternatives and make informed decisions. One must know the con-
sequences of the choices made. Models must be provided. If a woman
with a mobility impairment, for example, can observe anotherwoman
with a similar disability who is employed in a professional job carning
335,000 per vear then the consequence of her choice is clear, She has
a career path and economic self-sufficicney. This process must begin
carly in education.

The discussion then turned 1o determinations of competencey
refative 1o job requirements. In Denmark, students participate in job
exploration programs in the tenth grade. In the United States, the
cmplover is required to make reasonable accommodations so that a
person with a disability can do a job. In the United Kingdom the
approach to emplovers often involves educating them about how they
can change. There is new legislation requiring accommodations for
persons with disabilities.

Businesses are looking for the most qualified persons to fill
given jobs. Businessis incbusiness to make monevand there is some
acknowledgement that in order to obtain and retain qualified and
necessary emplovees, business must look outside of traditional
sources. However, business cannot replace the roles of other service
providers. Thev are still necessary, but there s a role for business
i assisting individuals 10 understand the opportunities available
and the consequences of a particular choice. In other words, there
are many prerequisite steps involved before one can be encouraged
to make a personal choice,



ERIC

PAFulToxt Provided by ERIC

PERSONAL CHOICE

Morcover, people with cognitive and language disorders need to
actually experience certain alternatives in order o make meaningful
choices. This has implications for secondary education and transition,
a time when people need o spend a few weeks in different setings
and different living situations.

In the United Kingdom, there is an effort to educate not only
parents of children with disabilities, but also parents of all young
people. There is a recognition that one must Hot do things just for
people with disabilitics but to make sure thatall programs are broad
enough to cover everyone because the need o make informed per-
sonal choices is common to everyone, not just one group. To achieve
this, educators are working on a curriculum which is based on equal
opportunity. There i« commitment that everyone should have access
to certain aspects of the curriculum,

This new curriculum is designed to- counteract the traditional
curricuhun where the girls do home cconomics and the bovs do
mathematics. The new national curriculum is available to all. There
is a belief that this policy will help to overcome niany of the prejudices
which exist in the United Kingdom.

There is also an cffort to work with persons who have been
stitutionalized and are now part of a “care in the community”
movement in the United Kingdom. The question is how to work with
people who have had no opportunity for choice and enable them to
control their own lives and make decisions. Experience in the United
Kingdom shows that lack of choice underlies the failure of commu-
nity-based programs.

One self-=advocacy projectinvolves people putting togethera port-
foiio of their lives, looking at their lives, and looking at when they ever
had the chance to make adecision. Some people find they have been
denied choice and decision-making almost all of their lives. Experi-
cnce shows that decision-making skills can be learned,

Caretaking is a major role for parents of children with severe
disabilities. ldeas of independence can be threatening for these
parents because independence for their child represents a change
in their major role, Conscquently, programs for persons with dis-
bilities must be accompanied by programs that help parentsaceept
their children’s independence.

However, some parents find that their roles as caretakers continue
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but in a different form. For example, because the staff wirnover in
many group homes is high, parents find that they continue to perform
tasks such as helping with shopping.

This situation makes employers wonder if they are hiring the person
with a disability or his or her parents. Yet parents possess valuable
information that employers and job coaches can benefit from.

Counselors and vocatinnal specialists need o remember that the
cmployer is hiring somcone on the basis of his or her ability, not
disability. The point was made that in the United States, the concept
of real work for people with disabilities has not been fully accepted by
professionals, despite advances in public policy. One major problem
involves the territorial attitudes held by professionals in various agen-
cies. Another is the lack of knowledge about the kinds of jobs persons
with disabilitics can do and the carcer choices they may make.

There was some discussion about the balance between the right
to have support from society and the duty to do something for society.
Itwas noted that employment is not aright within society in Denmark
or America, despite enabling legislation. In both countries, unem-
ployed persons who refuse legitimate job offers may face loss of or
reductions in benetfits.

The unemployment rate in Denmark is 10% despite public policies
which state that all young persons have a right to further education or a

job. It appears that there are limitatdons to the extent to which a

government can provide a job guarantee. Influences within market
ceonomices make it impractical to guarantee jobs because the economy
is dominated by the private sector. The government can create some
opportunity and ensure equal opportunity for everyone to participate in
the labor market, given the state of the labor market at any given time.

BARRIERS TO CHOICE AND APPROACHES TO CHANGE

The group discussed barriers to equal opportunity, including
stereotyping, unelar definitions of equality, and the persistence of
traditional roles. Even in countries with progressive equal opportunity
legislation, such as Sweden, Denmark, and Norway, problems exist.
For example, in Sweden, eight out of ten women work, but often in
low paying or par-time jobs. Legiskation provides tor up o 18 months
of parental leave for a mother or father, but fathers seldom take
the leave.
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There are barriers in both the public and private sectors. Disin-
centives to work are embedded in public policy, including loss of
government benefits, fear or lack of knowledge about various disabil-
ities, lack ofaccessible transportation, lack of technological resources,
and a social service bureaucracy based upon the medical model. Most
countries do not have national policies governing the employment of
persons with disabilitics. The success of many programs depends on
the goodwill that results from relationships between advocates for the
employment of persons with disabilitics and employers.

A major barrier to choice in employment is the lack of a universal
health care system. In the United States, a person with a disability who
accepts a job may lose his or her government health benetits. More-
over, the same person may not be eligible for the insurance package
otfered by the employer. Thus, choice is severely limited.

Strategies for overcoming lack of equal opportunity include:
rescarch, model program development, teacher training, dissemina-
tion of information on cquity in general and sex equity in particular,
leadership training for members of minority groups, and more aware-
ness of the need to plan for transiticn services. A reexamination of
traditional roles and gender stereotypes may enable more people to
enter the workforce and may diminish the stercotyping applied to
women with disabilities.

Individuals with disabilitics can be prepared to make choices
about work. Parents should be encouraged to model work-related
behavior, and parents and service providers can do more outreach
with business, They must facilitate the employers’ involvement.

Efforts should be made to make the curriculum more relevant.
This could he achieved by bringing people from business into the
schools to teach courses or to operate exchange programs with teach-
ers. More integrated relationships bewween schooland work can result
in more choices for a person with disabilitics and a better mateh
between an individual and an employer.

Strategies to approach barriers in the public and private sectors
include eliminating the disincentives to work currently embedded in
public policy, and improving dissemination of information about
techmological advances and about the natre of handicapping condi-
tions. Such information would dispel myths and fears about disabilities.

In addition, the government should facilitate private sector initia-
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tives to encourage the employment of persons with disabilities. Some
countries use quota systems. In Great Britain there is a quota system
but no method of enforcing it. In France, a unique policy has been
established. When an employer does not meet a quota, he or she must
pay @ fine. The money that is collected is used to promote the
employment of persons with disabilities. Companies voluntarily pay
the fine with very litde government enforcement.

Finally, all advocates, including parents, professionals, and persons
with disabilities, should actively work to eliminate barriers to choice.

SUMMARY

Participants in the discussion agreed that persons with disabilities
are entitled to free choice and that they do not have it. There are
prerequisites for personal choice: individuals must feel they are able,
and thev must be advised of the consequences of their choices. These
prerequisites apply to all people, not only those with disabilities.
Sometimes, experts feel it is not advisable o ofter free choice o
individuals who will not be able o exercise it.

The concept of work was discussed in a broader than usual
context. Much consideration was given to work as part of the social-
ization process, as part of the process in which an identity and sense
of worth are formed. The issue of how o prepare people for decision
making and choice in the workplace has not been adequately
addressed as part of the general education program for everyone.



DISCUSSIONS

EFFECTIVE INTEGRATION AND SUPPORT
IN THE WORKPLACE

A SMALL GROUP DISCUSSION MODERATED BY
NORA FERRO, HEALTH UNIT, ITALY AND
MICHAEL HARDMAN, UNIVERSITY OF UTAH, U. S. A.

INTRODUCTION

The focus of this small group discussion was to identify issues and
harriers related to effective integration and support in the workplace
for persons with disabilities. There was also a discussion of recommen-
dations to promote effective support strategies in the workplace and
the community. Representatives from various OECD member coun-
tries brietly described strategies or models of emplovment for persons
with disabilities in the workplace. The discussions centered around a
description of the Genoa approach in Ttaly, the supported employ-
ment model in the United States, support straiegies in Norway, and a
review of some of the issues associated with advocacy identified in the
UK. studies.

Major issuces included (a) the provision of comprehensive and coor-
dinated services to individuals throughout the lifespan, (b) the advan-
tages and disadvantages of various support strategies that promote
integration at the worksite including financial support (¢.g., (uota sys-
tems, wage subsidies) versus the “human” support of job coaching, and
(¢) the importance of balancing advocacy and empowerment between
hunan service providers and individuals with disabilitics.
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OVERVIEW OF TWO MODELS FOR INTEGRATED COMMUNITY
EMPLOYMENT

The Genoa approach. In Genoa, a large industrial city with a popu-
lation of about 800,000 the principle of integration for people with
disabilitics has been pursued vigorously both in community and
school life. The Genoa approach to improving the transition from
school 1o adult life for people with moderate and severe disabilities
incorporates six basic constructs.

e During the compulsory school years, the focus is on providing

maximal opportunities for integration of children with disabilitics

in regular classrooms, as well as the development of age-appropri-
ate social and communication skills;

e There is a need for expanded and intensive services designed

to assist young people with disabilities in acquiring work skills and

practical work experience prior to gainful employment;

o It is important for employers and coworkers to be directly

involved in the devdlopment of needed work skills and in the

ongoing support of employees with disabilities;

o Trial work approaches are developed in order o ereate finan-

cial incentives for employers to “take a risk” in hiring and main-

taining employees with more moderate and severe disabilities;

o Familics must be involved in helping the individual to identify

the support needed during the post-school years; and

e Support from the leaders of the community is essential if the

individual with a disability is to fully benefit from the available

Fesources,

The overall guiding principle of the Genoa approach in relation-
ship to employment is the successful integration of workers with
disabilitics into comnunity jobs. Integration is viewed as an essential
componentofany successful transition to adult life because of the role
work plays in attaining full adult status, The Genoa approach focuses
training cfforts en social and “work” skills rather than technical skills
becanse these are considered ceritical factors in developing and main-
taining sustained emplovment in the community. Additionally, co-
workers playan essential role in the Genoa approach. Individuals with
more moderate and severe disabilities involved in the Genoa approach
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have demonstrated a capacity for learning that is directly associated
with being a part of a team of workers in a job setting,

Supported employnient in the United States. An employment model
thatis similar to the Genoa approach to community work has emerged
in the United States over the past decade. Supported employment is
detined as work in an integrated setting for individuals with severe
handicaps who arc expected to need continuous support services, and
for whom competitive employment has waditionally not been possi-
ble. As defined in United States legislation (the 1986 amendments to
the Rehabilitation Act and the Developmental Disabilities Act of
1984), supported employment placements must meet the following
criteria: 1) the job must provide a minimum of 20 weekly hours of
work, up to full-time emplovment and is consistent with the
individual’s stamina; 2) the individual must carn a wage cither at or
above minimumwage or which is commensurate with the individual's
product level and based upon the prevailing wage rate for the job; 3)
fringe benefits should be similar to those provided for nondisabled
workers performing the same type of work; 4) employment must be
community based and provide the individual with regular opportuni-
ties for integration with nondisabled workers or with the public as a
regular part of working; and 5) work should take place in settings
where no more than cight persons with disabilities work together.
Employment then exists for persons with severe disabilities when an
individual’s activities create goods and services that have economic
value, and when the individual receives paviment for work from an
cemployer or customer. Based upon the above criteria, the United
States government has established multi-million dollar programs to
fund states to initiate supported employment services through coop-
crative interagency services (i.c., education and vocational rehabilita-
tion). State dollars to cither match federal funds or stand alone are
being allocated for supported employment services in nearly every
state in the United States. As is true with the Genoa approach in haly,
supported employment in the United States has become established
as a viable alternative for rehabilitation training and employment of
indivisluals with severe handicaps.

In the United States supported emplovment is often discussed in
the context of “supported living. " Supported living is the opportunity
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for people with disabilities to live in a home wherever they want, and
with whomever they choose, while receiving all necessary support to
make the experience successful. Supported employment fits within
the framework of a supported life network for people with disabilities.
As would be true for all community living programs (i.c., residential
living, recreation/leisure, or personal management), services are
defined in terms of individual preference and need rather than by the
availability of facilities. The goals for the individual within a supported
life network include increased independence, community integra-
tion, and productivity. The services provided must reflect these indi-
vidualized goals, which will in turn result in an increase in the quality
of life for the person with a disability.

ISSUES CONCERNING SUPPORT IN THE WORKPLACE

One of the clear recommendations of the group was to define
support to individuals with disabilities in a very broad sense. Support
varied from {inancial support in the form of wage subsidies in many
European countries to “human” support for individuals with disabili-
ties in the United States, Since many of the models and strategies o
provide support are still in the formative stages, caution must be
exercised in defining support strategies, in training personnel to
provide support, and in devising alternative systemns to promote inte-
gration of individuals with disabilitics in the workplace. The issue of
support must also be defined in terms of support to the system
(emplovers, unions) versus support to the individual.

Otherissuesincluded: the intensity and length of the support onee
an individual with a disability is placed on the job; external versus
internal mechanisms for providing support on the job (for exaniple,
the use of a job coach funded by an ageney or support provided by
middle management or co-workers from the emplovinent site): and
the intrusiveness of the support. Do certain models of support dimin-
ish individual choice or interfere with integration at the workplace?

QUOTA SYSTEMS AND INCENTIVES TO EMPLOYERS

The use of quota systems and incentives 1o emplovers was dis-
cussed in terms of the following questions: (a) why should ensplovers
hire mdividuals with disabilities? (b) should a national quota system
for hiring individuals with disabilities exist and how should it be
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enforced? and () what are the advantages o providing “human
support” to individuals with disabilities and their employers as
opposed to wage subsidy schemes.

Wage subsidy schemes were reported to be in place in many
European countries. For example, in Sweden, approximately one
percentofthe work force receives wage subsidies in open employment
(not counting another one percent in subsidized sheltered employ-
ment). In Ttaly there is a quota of 12% for emplovees with disabilitics.
It was reported that this is not always effective; in some instances,
cmployers may elect to pay fines rather than meet the criteria of the
quolta system,

While the provision of wage subsidies may initially promote inte-
gration at the worksite, one barrier to this approach concerns the tack
of support in terns of job training and retention. It was pointed out
that in the United States there has been a move away from wage
subsiclies to competitive employment with minimum wage and job
coaching and support. An approach used in Italy combines the use of
a wage subsidy and support to individuals with mental retardation
during their first year of emplovment. During this time, th< individual
learns the requirements of the job and interacts with employees, and
the employer is not obligated to pay wages. Support is also provided
to the individual with a disability during this time. At the close of the
year, the support and wage subsidy are withdrawn and the employer
is expected to pick up the wages; in many instances, support is
provided through co-workers.

PROVIDING COMPREHENSIVE AND COORDINATED SERVICES

The provision of coordinated and comprehensive services to
individuals with disabilitics throughout the lifespan was a prominent
arca of discussion with particular emphasis directed toward coordina-
tion of services in the workplace. (e.g., in Ttaly, many services are
coordinated through the Health Svstemy, which is decentralized into
health units.) The identification of a “lead agenev” eliminates somne
of the problems associated with identifving and accessing related
services for individuals with disabilities and their families, In Italy,
services are then provided through a team approach (e.g., one team
assists individuals with disabilitics and their families in school settings
and another team assists individuals in work settings.)
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An alternative strategy to identifying a “lead agency” to coordinate
comprehensive services is to identify a “lead person.” The kurator
model in Denmark appoints a kurator to individuals with disabilities
and their families. The kurator coordinates services while the individ-
ual is in the school system and into the young adult years.

A number of issues and barriers were identified concerning the
provision of coordinated service and deserve further consideration,
If one “lead ageney” has responsibility for coordinating services to
individuals with disabilitics and their families throughout the lifespan,
which is the mostappropriate agency? In Italy, for example, the health
agency acts as the coordinating unit, while in the United States, a
health agency might be viewed as a “medical model” and not be well
received as a “lead coordinating agency.” Agencies that serve as “single
points of entry” to coordinate services for individuals and their fami-
lies as they make the transition from school to the community might
be another mechanism for coordinating employment and related
services during the adult years,

If a multidisciplinary team approach is used for coordinating
services, when should the composition of the tcams change? For
example, if a team provides services during school vears, should an
alternative team be available to provide employment and related
services? Local resources will be an important consideration in deter-
mining the feasibility and make up of multidisciplinary teams and in
identifving “lead agencies.”

If a team approach is used in the provision of services, should a
separate team exist to assistindividuals with disabilities at employment
sites with training, emplover education, social adjustment, and job
retention? In Ttaly, a separate mediating team is used to assist individ-
uals with disabilities and their emplovers in the workplace on a
time-limited basis. In the United States, a job coach serves as the
trainer, mediator, and coordinator in the supported employment
model.

ADVOCACY AND EMPOWERMENT

Based on a series of studies carried out for the UK. contribution
to the OECD/CLERI Programme on Active Life for Young People with
Disabilities, advocacy was discussed in terms of (a) empowering a lead
agency or team to assist individuals with disabilities and their famihes
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to access needed services, and (b) empowering individuals and their
families to make informed choices. Again, the idea of an advocate,
mediator, liaison, or kurator was identified as central to ensuring that
individuals are able to access needed services and acquire selt-advo-
cacy skills.

An interesting viewpomt was expressed in terms of specialized
administrative bodies and advocates for people with mental retarda-
tion in Norway. It was pointed out that Norway is in the process of
mainstreaming services and dismantling the special organizations and
institutions set up to serve and advocate for this group. One reason
for this change is that the old system tended to foster dependency on
the part of individuals with disabilitics. Obviously the role and the
power associated with an advocate must be approached cautiously as
new mechanisms of support and coordination are explored in the
workplace. A related issue concerned a need for rigorous evaluation
systems to determire if a change in policy or a new approach is indeed
more cffective than the existing system of providing/coordinating
services.

REPLICATION OF MODELS

Models that promote integration in the workplace for individuals
with disabilitics must be adapted to meet the unique needs of the
community, local resources, and the population served. Itwas pointed
out that replication of specific models, even within the same country,
is often difficult. As models continue to be implemented and
expanded, it is crucial that factors associated with high rates of job
retention for individuals with disabilities, and acceptance on the part
of employers be reported (e.g., are success factors attributed to the
model itself, to the dedication of the implementors, o the wpe of
clientele served, or to the time allotted for planning activities?).

SUMMARY

There was considerable interest among the panel members in
exchanging information and learning about models of emplovment
and support for individuals with disabilities in various countries.
Regardless of the model or setting, the issue of coordinating employ-
ment, independent living, and community services for individuals
with disabilities and their families remained a pressing issue. It was
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also evident that many models and strategies are in the formative
stages, and it is important that these be evaluated in terms of eftec-
tiveness wo individuals with disabilities, to employers, and 10 agencics
coordinating services.



DISCUSSIONS

ORGANIZING AND FINANCING
COMMUNITY SERVICES

A SMALL GROUP DISCUSSION MODERATED BY DONALD MACLEQD,
DEPARTMENT OF NATIONAL HEALTH AND WELFARE, CANADA
AND MARTIN SOGER, UNIVERSITY OF UPPSALA, SWEDEN

INTRODUCTION TO ISSUES AND CONCERNS

The focens for the discussion of issues and concerns was how to
provide employment refated services to persons with disabilitics. The
discussion was guided by the general knowledge that there are many
ways to provide emplovment related services as well as to define them.
Some services are “generie” or available to the entire population and
othersare targeted for persons with disabilities or specific disabilitics.
The nature of the services can vary considerably, from school-based
vocationaltraining and transition services to on-the-job supports, wage
subsidics, and employer assistance plans. The institutional frameworks
can also vary across countries, as well as within, Ultimately, the indi-
vidinal who needs the services has to be considered as the focal point
for any coordination cffort.

CANADIAN EXPERIENCE

In Canada, a major coordination problem involves the constitu-
tional division of responsibility between federal and provincial depart-
ments. This division directly limits the wavs in which agencies can
organize, provide, and fund services. There is a constant process of
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negotiation and discussion, Canada is cmbarking on a new federal,
provincial, and territorial review of services for persons with disabili-
ties which will examine the full range of questions regarding coordi-
nation and funding,

There are two main sources of empioviment support for persons
with disabilities in Canada. The Vocational Rehabilitation of Disabled
Persons program (VRDP) provides federal cost-sharing of provincial
vocational rehabilitation services. The provinees put up the first fifty
cents, and the federal government supplies the additional fifty cents.
These services are targeted to persons with disabilities and provide
training programs, placement on the job as well as sCparate training,
and some additional follow-up goods and services. They do not
provide long-term support of employment, although the time for
training and follow-up has been lengthened somewhat, In addition,
the Federal Department of Emplovment and Immigration provides
direct services to all citizens of Canada, and there are some programs
which benefit persons with disabilities that can be accessed through
the Canadian emplovment centers across the country, There is a
definite trend for persons with disabilities to argue for provision of
services within the mainstream.

Perhaps the single most important [unding issuc in Canada is the
potential disincentives to movement of persons with disabilities into
the work foree. Due to the broad umbrella of social assistance such as
income support and replacement programs and free services pro-
vided to persons on social assistance, there is risk of loss of services for
persons entering competitive employment. Currently, discussions are
under way regarding how persons with disabilities Mady move into
competitive employment and continue supports,

SWEDISH PERSPECTIVE

For manyyears in Sweden, coordination between different author-
ities and between different agencies has been a high priority. There
are many coordinating bodies between, for instance, social insurance,
labor market authorities, schools, and medical rehabilitation, that
have been institutionalized o coordingte their activities with other
agencies. These bodies are ofter wiplicated - at the local, regional,
and national levels. From the individuals’ perspective it is confusing
because notonly do they have a munber ofagencies to deal with, they
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also have the coordinating bodics.

Sweden recognized the need to coordinate services in another
way so there are currently a number of experimental activities going
on in differentmunicipalities but financed by the central government,
A common theme running through them is that coordination must
occur from the individual point of view. In every one of the local
experiments, there is a contact person (perhaps like a case manager)
who is close to the individual and whose duty it is to coordinate all
things for the individual. Another common theme is the concept of
personal choice. Activities are organized to help persons make
choices. A related third theme is the emphasis on practical work
experience. The person with a disability has the opportunity to test
and practice ditferent alternatives before niaking a choice.

Not much is known yet about the success of these activities; they
have not been evaluated or even properly documented. They do,
however, represent the new thinking regarding coordinating activities
for persons with disabilities. The Swedish experiments also point out
the need to consider coordination at differentlevels. For example, it
might be necessary to coordinate at different burcaucratic levels, but
thatis only one type of coordination. Another type requires making
personal choice a reality for individuals. There is a need to consider
coordination of services from every perspective and for different
purposes.

AUSTRALIAN PERSPECTIVE

In Australia, disability services are funded directly by the Com-
monwealth Government. State governments also provide funding,
and organizations providing services obtain money from donations,
bequests, and fund raising activities. The Commonwealth is not, in
many instances, the major funder.

The Disability Services Act was introduced in June, 1987 as a result
of the Handicapped Programs Review, The Review involved extensive
consultations throughout Australia with individuals with disabilitics,
their parents, service providers, and other involved persons to identify
problems in existing disability programs. The Review found  that
services were often poorly funded, inadequately coordinated,
demeaning to users, and that existing legislation was inadequate or
inappropriate. Recommendations were made in a report to Parlia-
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ment, whichwas tabled in 1985. Recommendations included the need
for new legislation and better accountability on the part of service
providers for positive outcomes for individuals with disabilities,

The emphasis in the Disability Services Act is very much on
individuals, meeting their life needs across the broad arcas of employ-
ment, accommodation, and community participation. The legislation
prescribes nine new service types, but within cach type there are a
nutiber of options. This allows for creativity on the part of service
providers. Accountability for client outcomes is carried through into
contracis with organizations,

In the employment area, there are two new service types. Sup-
ported employment is intended to provide meaningful employment
for people with disabilities who require intensive support, and com-
petitive employment training and placement services are designed o
meet the transition needs of persons moving into open employment
ataward wage levels orabove, The latter services are required because
mainstream programs have generally not been particularly sensitive
to needs of persons with disabilitics and are not able o provide the
specialized assistance available through competitive employment
training and placement services.

One of the current difficulties is getting emplovers 1o accept that
people with disabilities can work and produce liigh quality goods and
services. There is also some concern on the part of parents that their
sons and daughters will be exposed to great risks i they move from
sheltered emplovinent into open emplovment. Anstralia is also exam-
ining the issue of disincentives to work caused by invalid pensions or
welfare payments. There are payments, equivalent to invalid pensions,
for persons in sheltered or supported emplovment which are called
Supported Emplovinent Allowances. Recent legislative amendments
that have been adopted will allow persons whio move from sheltered
or supported cmplovment into open cmployment to continue to
receive health care entitlements, ransportation concessions, and so
forth for up to 12 months.

The Commonwealth government has also created a task force o
caainine eligibilite criteria for invalid pensions. Carrently, persons
receiving invalid pensions must demonstrate that they have an 85%
medical incapacity. The task force is charged with recommending
assessment procedures that will look more at the abilities and levels
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of function of people with disabilities to determine what supports they
need to move into competitive employment. People who are assessed
as too severely impaired to participate in the workforce would con-
tinue to be eligible for the pension.

The Department of Community Services and Health has just
finalized a major study of disability and work force issues, [t examines,
in some detail, the disincentives and barriers to employment, includ-
ing the income security system. The report will be broadly circulated
and feedback will be obtained before any recommendatious are
implemented.

There are numerous problems related o interagency collabora-
tion in Australia. A pilot program involving the Departments of
Community Services and Health; Fmployment, Education, and Train-
ing: and Social Security is operating in certain metropolitan areas to
manage assessment and assistance for individual cases on a collabora-
tive basis. In rural or isolated arcas, one of the agencies assumes case
management responsibilities and ensures that programs are coordi-
nated through the three principal agencies. The program, which is
being evaluated, has run into early problems due to the difficulty of
achieving full interagency coordination, and these problemsare being
addressed. The purpose of the pilot program is to attempt to integrate
the assessment of individuals and to refer them toappropriate employ-
ment assistance activities. The approach is intended to focus on the
specific needs of the individual,

MODEL DEVELOPMENT IN THE UNITED KINGDOM

Representatives from the United Kingdom provided a brief over-
view of the work done in that conntry under OECD sponsorship. The
programs, which resubted ina munber of publications, were guided
by three common themes: the right 1o adult status; preparing young
people with sabilities and their families (the heart of transition); and
getting professionals to work together. The program was funded with
a £20,000 government grant with additional money from the Further
Education Unit, a rescarch and development ageney funded by the
Department of Education and Science, Three publications resulted
from the program. One focused on the role of new technology in
helping individnals with disabilities access the workplace. Another
publication focused on identifying the basic skills and u)mpcl(;m'ics
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needed to access employment. The third publication concerned self
advocacy and work with parents.

From the publications come some observations concerning coor-
dination of services and the transition process. First, there is a paradox;
il young people are empowered, someone has to relinquish power.
That shift in power is extremely difficult. Related to thatnotion is how
to support parents and families in the transition process and yet untic
the knot of support. Young adults still need family support, but in a
different way. A final ohservation is the need for continuity in the
transition process. There are huge discontinuities in terms of infor-
mation, service, and even shared objectives,

In the United Kindgom's experience there are, as noted in other
countrics, problems in coordination. There are also deficiencies in
the programs. For example, there is a lack of appropriate assessment
that determines both strengths and weaknesses and also determines
long term potential. Another problem in the United Kingdom is that
people with disabilities often get the least amount of time in the
cducation systemwhen actally they need more time. There are points
when support ends, such as ata particular age, and this is a problem
in helping people access adult systems or in supporting them as adults
in the workplace,

The main message from the United Kingdom work was that this
had to be an interagency effort. The project was an attempt to get
differentagencies to share common objectives and to realize that no
one ageney can “deliver adult status” on its own. It requires collabo-
ration. There are a number of pockets of legislation, including the
Disabled Persons Act. There is a new educational format and legisla-
tion addressing the transition of persons with mental handicaps from
long-stay instinutions into the comnmumity. The United Kingdom was
working to show that the sirategic planning to implement the legisla-
tion can be done on a collaborative basis.

DANISH PERSPECTIVES ON COORDINATION

Denmark is a small country witl about 5 million inhabitants and
with the advantage of being extremely homogencous, Goordination
is nota very important problem in Denmark’s social policy adminis-
tration becanse, since the Late 1960s, the overall responsibility for
services to the disadvantaged, including persons with disabilitics, has
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been placed with the municipal social administration. Therefore,
there are not a lot of different people involved in the services.
However, Denmark has not had much better success with increasing
employmentamong persons with disabilities. The reasons are not due
to coordination but rather to the high unemployment rate which
makes it harder for the disadvantaged to get into the open labor
market, and to local financing of services. That is, the state funds 50%
of the activities related to rehabilitation or similar employment sup-
port. The local municipality must provide the remaining 50%. At the
samne time, the state will provide 100% of a disability pension so that,
during times of high unemployment, there is pressure from local
authorities to grantas many of these pensions as possible. As there are
lines of able-bodied persons ready o be employed without training,
itbecomes easier to provide a pension to the disadvantaged individual.

GENERAL COMMENTS AND DISCUSSION

There was an overwhelming consensus that the need for better
coordination remains critical. However, as one participant said, “We
need to examine why we don’tachieve it.” Some of the problems have
to do with the different meanings attached to coordination. The
original Kennedy study panel on mental retardation, in 1962,
addressed coordination, but said that it should mean coordination
around the service objective as opposed to coordination around an
administrative need or objective. Many individuals in administrative
positions tend to think of establishing ties with other organizations
that have a relationship to duties and responsibilities similar 1o their
own. However, those who confront the issue from a clinical or direct
service point of view would like to think about service coordination
around the needs of a particular individual.

However, if coordination is done around the needs of the individ-
waland the individual ruly defines what services ought o be provide,
there is the inherent problem of what happens when financial
resources are insufficient to meet all of the identified needs. This
problem is inevitable with services that are publicly funded, and it is
necessary to face up to the fact that, many times, the needs are not
going to match up with the political reality of fiscal limitations.

In response to the above limitation, others noted that the fiscal
problems are real, but there is also the professional territoriality and
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desire « preserve one’s own resources. Yet, one cannotaceept the fact
that existing resources will not change. There is a need for more
resources and for coordination or sharing of those resources. Also
nowed is the amount of money that is spent the wrong way because
there is a lack of a clear social policy and a common set of objectives,
People and agencies continue to do things and spend money in an
old way that is expensive and ot very ctfective. Another financial
drain is the disincentives to work.

Another problem is that resources tend to come in packages and
it is difficult to disentangle them. That is, the resources follow a label
or provide a specific service and it is impossible to separate them o
allow the resources to be spentin a more flexible manner. In Canada,
this issuce is resulting in suggestions for individual funding, This
involves giving the individual or sonteone operating on his/her behalf
a check for an amount of money to pay for certain services, The
decision of where those services are 1o come from is left to the
individual. There are some pilot programs that are exploring this
altermative, Inanother Canadian example, the British Columbia pro-
vincial government has given a community agency the authority to
establish a professional brokerage systent. This allows the parents or
the broker to go to individual agencies and purchase specific services.
The money comes from muliiple agencies but is channeled through
one office, which can differ from one locale to the next. The evalua-
tions of these programs is just beginning so there is no indication of
the costs nor of the effectiveness of the prograns.

In the United States, there are a number of attempts to force more
coordination. One noted was the requirement under the Job Training

/l’;u'lm'rship Act (JTPA) that local agencies collaborate in funding,
Also, there are instances where one organtization, such as the Associ-
ation for Retarded Citizens (ARC), inn several cities will obtain funds
and services from different sources through issuing Requests for
Proposals that require coordination among service providers, How-
ever, these efforts work better in some states than others and usnally
dependupon the availability of fiscal resources. If there is more money,
agenciesare lesslikely towant to coordinate funding. Also, the services
i the United States still are very disability specific. While many
individuals nray go to the rehabilitation agencies, fewer will aceess the
ARGs or Administration on Developmental Disabilities.
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Other countries do have such disability specific provisions, but
mostly for the voluntary agencies. The state-supported services are for
all disabled. The possible exception is France, where most of the
services thatare provided through social security funded agencies are
for particular disabilities. There have been debates in other countries
about the merits of providing such disability specific services. In
countries which provide generic social services, there is still reported
fobbying on behall of specific disability groups for special services or
extra attention, Voluntary agencies for individuals with specific disabil-
iues are rarely cffective service pr()vi(lcrs, except in the United States.

BARRIERS TO COORDINATION AND GOALS FOR CHANGE

There was common agreement that the goals for coordinating
services were to promote u)mpclitivc cmiployment, in(l(.'pcn(lcm'c,
and freedom of choice among persons with disabilitics. Barriers to
better service coordination mcluded the following:

e Duplication of services and effort: many agencies are providing
versions of the same service, resulting i inelficient use of
resoures and confusion to the clients.

o Lackolpersonalaction plan: thereisa 0or process for working
with individuals to determine what they want, how much indepen-
dence they want, and where they want to go. Assessinent is a
process that should go throagh several stages and should provide

a map which then determunes the service needs at cach stage or
“sign post.”

e Differing legal and policy (rameworks which create different
financing of services: goals are not necessarily the same, cach may
have a different target group, and they may all have incompatibie
rules and funding arrangements. These differing frameworks
result in separate burcancracies that then spend time guarding
their turfs and maintaining their stats quo. There is also a real
problem with changing priorities among ihe different agencies as
A result of political factism. Without common goals, cooperation
is impossible because one ageney will always be changing it
priorities or goals.

o | ack of defined ontcomes for individuals with disabilities, such

as 2 job ora place to live: these outeomes should be reflected in
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the goals tor every service agency as opposed to the goal to simply
provide specific services, However, there is a conflict sometimes
between fulfilling (b - needs of the client and assuring that the
service organization is sustained within the structure of publicly
supported systems, The needs for accountability and the strictures
of law frequently dictate why a specific service cannot be provided.
How to turn that top-down control on its head to allow for
decision-making to filter up is the question.

o Turf guarding and maintenance of the caregiver community
which consists of multiple agencies and multiple professions: the
various agencies which have been created by the different pieces
of legislation guard thei: staffs and their own burcaucracies. They
are resistant to a move toward generic service provision because
it will mean loss of resources and status. At the same time, it is
im; ortant 0 recognize the need for high quality specialized
services. Total mainstreaming of services is desirable onlv with the
guarantee thatgeneric service providers can provide the full range
of services that are required. There is no substinute for having the
capable resources in place before any reorganization or reconcep-
tualization can take place.

* Lack of joint professional training: different professic ws should
work together carly in their training, share common knowledge
and understanding, and thus diminish separateness from the grass
rootsupward, at the same time that they work to foster cooperation
at the top policy levels,

* Lack of communication among agencies and service systems:
communication at the service site/community level can result in
a coherent local approach to service delivery, However, commu-
nication alone is insutficient to promote cooperation. Fach pro-
fession and cach ageney has its own theories and approaches to
what should be done and how 1o do it.

* Financial disincentives: there is a system for supporting,
through disability pensions and other income supports, non-
cmplovinent. The loss of such benefits is a substantial threat 1o
individuals and discourages independence. There is a tension
between providing income assistanee and encouraging work and
independence,



ORGANIZING AND FINANCING COMMUNITY SERVICES
/3
APPROACHES TO ADDRESSING THE BARRIERS

One way to address the barriers is to empower the individual.
There needs o be a profound change in atitude regarding how
services should be provided. Professionals need o assist the individual
in selecting services not in dictating what serviees are provided. In the
current protected market, agencies hold the power; individuals must
acceptwhat the agencies provide in the manner in which they provide
it. Under a new philosophy of personal choice, individuals should be
able to choose what they need, swhen they need it. To do this, the
individual with a disability needs o have a comprehensive “assess-
ment” resulting ina personal plan and goals. Empowerment also
comes with a tremendous responsibility, and some individuals will
need assistance o make the best choices. This assistance must be part
of the services, but notvested in one approach or Qgeney.

A second approach to barriers would establish or identify models
of service that are multi-disciplinary and multi-ageney as well as client
directed. In order to capitalize on existing local or model efforts
underway in several countries, itis necessary for some single authority
to assess the infrastructure of the service system and to determine
where there are adequate services, where there are needs, and which
entity could provide for those needs. This central authority could be
time-limited (as in a special disability commission)  an established
Oftice of Disability or other centralized anthority which has the power
to draw on resources across agencies to [ulfill service needs. All
segments of the service providers, including industry and the private
sector, should be brought into the process. The outcome should be a
comprehensive picture of the current service structure from birth
through aid age. Overlapping aunthorities could be documented as
could the differing orientations and goals that currently govern the
separate agencies, The kev to the suceess of this effort, however, must
lic in how comprehensive it is. For, as a number of individuals indi-
cated, small topical commissions and task forces have Leen ereated
and meeting for years, and the sitiation as notimproved significantly.

SUMMARY

In summuary, discussion over the two days revealed that the prob-
lems of cooperation and coordination of services that supportemploy-
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ment of persons with disabilities exist in many nations. Likewise, many
nations have developed or are experimenting with different models
or burcaucratic approaches that promote better coordination as well
as allow for greater choice and control by individuals with disabilitics.
As was apparent in the discussions, none of the approaches were
without problems. In pary, all solutions present certain dilemmas. For
cxample, thereis a conflict between the desire for total integration of
the services within existing generic employment programs and the
need to ensure that specialized services are available; there is a need
for financial supports that do not serve as disincentives to employ-
ment; and there is @ need to establish some unitying, and perhaps,
universal goals that can guide the delivery of services across all service
sectors. Beyond these rather global recommendations, no one model
cmerged as clearly superior to others, nor does it appear that a single
approach will suftice. For, as noted in the discussion of barriers, local
constraints including cconomic downturns and high unemployment
can subvert even the most perfect plan,
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SUMMARY

SUMMARY OF THE INTERNATIONAL
SYMPOSIUM ON EMPLOYMENT
OF PERSONS WITH DISABILITIES

JOHN FISH, CONSULTANT TO THE
ORGANIZATION FOR ECONOMIC COOPERATION AND DEVELOPMENT

The International Symposium of Employment of Persons with
Disabilities was held 1o disseminate information about OECD stud-
ies and innovations in the field of employment, and to share
information about American disability policy and programs. The
conference began with presentations by OECD experts and United
States government officials, followed by group discussions on
employment-related issues.

INDIVIDUAL PRESENTATIONS

On the subject of Tabor market trends, speakers indicated that
smaller numbers of voung people are entering the work force, while
the need for workers is increasing, This creates an opportunity in
the next decade 1o make the emplovment of persons with disabili-
ties a natural rather than a special outcome of education and
training. The appropriate use of technology could help bring this
about.

However, not enougliis being done to move voung people with
disabilities into the job market. In the United States, only 1/8 of
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the 43 million people with disabilities are currentlyin the labor force.
Of all special education students leaving school, 90% remain depen-
dent. An OECD study of'its member countries found that employment
departments and agencies focus on the re-employment of people who
became disabled later in life, rather than on the employment of young
persons with disabilities.

In the United States, economic priorities have been determining
social policies, and there is an increasing need for clear social priori-
ties. The financial risk to the economy of dependency for those with
disabilities is great, and lifetime care for the 900,600 people under 30
vears of age who have disabilities will exceed $1 trillion. Government
action must be directed toreducing thisburden ana  .aximizing social
and economic productivity,

The Job Training Partnership Actand the Americans with Disabil-
ities Act, together with other initiatives, are attempts to remove barri-
ers to emplovment for people with disabilities, The Americans with
Disabilities Actis a major milestone in civil rights legislation. It protects
people with disabilities from discrimination in employment, transpor-
tation, public accommodations, activities of state and local govern-
ment, and telecommunications.

Private programs sponsored by business in the United States are
proving effective. Among these initiatives are emplovment training in
school, on-the-job training with emplovment guarantees. par-
ent/school/emplover relationships centered around the transition
front school to work, and businessfinanced programs to encourage
cmplovment.

The OECD/CERI has developed a conceptual framework for the
process of transition [rom school to the work, and formulated criteria
for effective transition programs. Transition programs should be
based on atripartite relationship among the young person, his or her
family, and professionals. Fach voung person with disabilities should
have a needs assessment leading to an individual transition plan, In
addition, individuals should have increased financial independence,
and be cnrolled in education and training programs which emphasiz »
self-advocacy and decision making. Coordination and continuity are
essential elements of successful wansition. Professiortals need 1o
change ineffective practices that do not support the independence of
the individual.

50



CONCLUDING REMARKS
19
GROUP DISCUSSIONS

Following the speakers’ presentations, cach participant in the
conference attended two of three discussion groups. The first group’s
theme was personal choice and the roles of the consumer, family, and
advocates i the coordination of support services, The second group
discussed effective integration and supportin the work place, includ-
ing a view of strategies in the support of young adults with severe
disabilities in integrated emplorment. The third group focused on
organizing and financing community services, including a review of
problems surrounding interagency collaboration, co-funding, and
service delivery.

The group discussing personal choice found that during transi-
tion, a guide or facilitator was important for young people with
disabilitics and their families. Participants examined the Danish kur-
ator system which gives special education teachers the time and
responsibility to inform students about postschool opportunitics,
including employment. Kurators offer information and support for
up to two years after students leave school.

The group talked about equity and gender as these issues relate
to personal choice. Discussions of disability commonly leave out
gender, but the handicapping effects of disabilitics are not always the
came for nen and women. Should choices for both sexes be the same?

Group members felt thatcheice, independence, and employment
should be promoted by health and social support systems. When
approaching prospective emplovers, professionals and other advo-
cates should emphasize an individaal's abilities rather than disabilitics.
Giving individuals the opportunity to work is more important than
giving them the right to work.

The seconel discussion group, which focused on integration and
support in the work place, looked at examples of supported employ-
ment in fraly and the Unated States. successful models depended on
clear integration policies in schools and in transitional programs. to
replace dependeney, individuals with disabilities need flexible individ-
ualized supnort based on assessed needs. The support can take the
form of snubsidized lifelong help, partial subsidics, and temporary
forms of assistance, A tripartite velationship between the individual
with the disability, aco-worker, and the agencywith training on-the-job
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is necessary to support employment. The principle of normalization
is important, Human support is as valuable as financial support.

The group raised questions for further exploration: How can
support and choice be made available together? How does one
explain why persons with disabilities should be hired? How can
contlicts between agencies who feel they “own” their clients be
resolved?

The third discussion group's theme was financing and coordinat-
ing services, Participants identified four dilemmas underlving the
philosophy of service: Should services be specific or generic? Should
financing be carmarked or given as block grants? Does coordination
serve the individual or facilitate administration? Is cmpowerment
consistent with the professional nmuanagement of resources?

Coardination, if oo effective, can limit choice since cfficiency is
notalways sensitive to individual needs. Barriers o successtul coor-
dination of services include professional “tarfguarding,” the lack of
individual transition plans, conflicts between clients' and agencies’
goals, the tendency to adopt currently popular solutions. poor com-
munication between agencies and professionals, the vested interests
of the “care industry,” and disagreements over control of resources
and funding,

The group agreed that additional resourees for those with dis-
abilities are justified 1o ensure equality of choice. Persons with dis-
abilities should have more control of resources, perhaps in the form
of vouchers for education and wraining. Gase managers, with inter-
disciplinary training, can coordinate transition with the individual,

CONCLUSIONS

After the discussion group sessions, all conference partcipants
met to share findings and develop the following recommendations
and conclusions;

o There is little accurate information about how resources are

used. Audits are needed 1o establish data bases on' resources

devoted o disability:

* Itis important to achieve an appropriate balance between

government and private sector funding of programs for persons

with disabilitics;
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e Employment is particularly significant for young people with
disabilitics, since it offers regular social interaction in an inte-
grated setting;
o Advocatesshould presentamore positive picture of the employ-
ment attributes of persons with disabilities, putting emphasis on
abilities;
e Persons with disabilities should have the opportunity to pro-
gress in employment, rather than remain in low-level jobs;
o Competition between agencies for the ownership of cliernts is not
in clients” best interests. Solutions to problems should be individua’
and the coordination of services should take place at a local level.
This demands delegation and effective local government;
e A benefit system should be established which encourages and
supports individuals as they move in and out of the workforce.
Support services should be flexible, comprehensive, and readily
available. They should allow individuals to make choices.
Effective practices demonstrate that a very high percentage of
young people with severe disabilities are capable of employment and
independent living when given appropriate education and training
into their twenties and continued support when needed. In practice,
however, only a small percentage of them achieve these objectives, and
many remain dependent throughout adulthood. Responsibility for
providing support to individuals and families is often fragmented
among numerous national, regional, and local agencies. Young peo-
ple should be given the education, traming, and support they need,
and the transition from school to work should be recognized as a
personal process requiring consistent support. This symposium offered
participants an opportunity to discuss these issues and to exchange
information about legiskition, policies, and programs that may help
voung people with disabilities better achieve their goals.
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FACT SHEET
AMERICANS WITH DISABILITIES ACT (ADA)
(Public Law 101-336)

The ADA will protect people with disabilities from discrimination
in employment, transportation, public accommodations, activities of
state and local government, and telecommunications; giving protec-
tion which is comparable to that afforded other groups on the basis
of race, sex, national origin, age, and religion. Most provisions go into
eftect two years after enactment, other than fixed-route publiciy-
funded transit vehicles (see below).

EMPLOYMENT

All places of employment with 25 or more emplovees are covered
for the first 2 vears; after that, employers with 15 or more employees
ore more are covered. Provisions ave similar to Section 504 of the
Rehabilitation Act of 1973, For example, application procedures must
be non-discriminatory, reasonable accommodations are required
unless it would pose an undue hardship, and employment criteria
must be substantially related to essential functions of the job.

TRANSPORTATION (PUBLICLY AND PRIVATELY OWNED)

New purchased and leased busand rail vehicles must beaccessible.
For publicly-funded systemns, this requirement goes into effect 30 davs
after passage, Comparable paratransit service must be provided unless
it would pose an undue hardship.

All demand-response service which is provided to the general
public, and privately-funded fixed-route service, may purchase only
accessible vehicles unless it can be demonstrated that the service is
accessible when viewed inits entirety. The exception is privately-
funded fixed route service which uses vehicles carrying over 16
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passengers, in which case new vehicles must be accessible.

Over-the-road coaches (Greyhound-type buses) are exempted for
six years in the case of large providers and seven years for small
providers; after that, newly-purchased vehicles must be accessible. The
president can extend this for one year further. The bill commissions
a threeyear study to determine the best way to provide access to
over-the-road coaches.

New bus and rail terminals must be accessible. Key rails stations
must be accessible in no more than 3 years, with exemptions available
for up to 20 years. Amtrak stations must be accessible within 20 years.
One car per train must be accessible in no more than five years,

PUBLIC ACCOMMODATIONS

Public accommodations includes hotels, restaurants, theaters,
halls, stores, offices, transit stations, muscuins, parks, schools, social
service agencies, gyms, and any entity licensed to do business with or
serve the public.

Existing facilitics must remove barriers when such removal is
readily achievable. If not, they must provide alternative methods of
making goods and services available. Altered facilities and altered
areas must be accessible to the maximum extent feasible, In major
structural alternations, a path of travel to the altered area and
restrooms serving the altered area must be accessible, New facilities
must be accessible. Elevators need not be provided in buildings under
three floors or with less than 30,000 square feet per tloor, other than
in shopping centers and health care facilities.

Furthermore, eligibility eriteria for services cannot discriminate.
Auxiliary aids and services are required unless thevresult in an unclue
burden or fundamentally alter the nature of the goods and services.

STATE AND LOCAL GOVERNMENT

State and local governments may not discriminate against quali-
fied individuals with a disability.

TELECOMMUNICATIONS RELAY SERVICES
Telephone carriers offering services to the general public (inter-

state and intrastate) must provide TDD relay services on a 24-hour
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basis at no extra charge by threc years after enactment,

ENFORCEMENT

Administrative remedies and the right to sue in Federal Court are
available. Attorney’s fees are available; punitive damages are not. The
Attorney General can file suits and seck penalties. States can be sued.

DISABILITY DEFINED

Anyone with a physical or mental impairment substantially limi-
ing one or more major life activities; has a record of such impairment;
oris regarded as having such an impairment, is considered a person
with a disability.

In terms of employment, the law defines a “qualified individual with
a disability” as a person with a disability who can perform the essential
functions of the job with or without reasonable accommodation,

Thisinformation was obtained from afactshecton ADA prepared
by the President’s Gommittee Employment of People with Disabilities
(July 1, 1991).

FOR ADDITIONAL GENERAL INFORMATION
Write to:
President’s Committee on Employment of
People with Disabilities
1331 F Sweet, NW, 8rd Floor
\’Vzlshinglon, D.C. 20004
Phone: 20278766900 (voice)
202/376/6205 (TDD))
202/376-6219 (FAX)

All public documents produced by the President’s Committee on
Lmployment of People with Disabilities arc available on cassette tape,
Braille and large print,
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SELECTED PUBLICATIONS

AVAILABLE FROM THE

ORGANIZATION FOR ECONOMIC COOPERATION
AND DEVELOPMENT

Handicapped youth at work: Personal experiences of school-leavers
(1985).

The Integration of the handicapped in secondary schools: Five case
studies (1985),

Young people with handicaps: The roed to adulthood (1986).

Disabled youth: The right to adult status (1988),

Disabled youth: From school to work (1991).

Labour market policies for the 1990’s (1990).

MONOGRAPHS:

Wayne Sailor. Transition of disabled youth from school to working life
(1991).

Martin Gerry. Transition of disabled youth from school to working
life. The Genoa experience. (forthcoming)

To obtain copies of these publications, write:
OLECD Publications Service,
2 rue Andre-Pascal, 75775 PARIS CEDEX 16, France, or
OECD Publications and Information Centre,
2001 1. Street, NJW., Washington D.C. 200364095
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TKANSITIONS TO EMPLOYMENT

Transitions to Employment presents the results of a
unique international symposium that brought together
policymakers, researchers, and program administrators
from many nations to examine the critical issues related
to full employment of persons with disabilities. The
presentations herein represent the thinking of many
individuals who are pioneering new programs and new
concepts in this area.

Presentations of these concepts are followed by rich
summaries of how individual countries are approaching
this challenging area.

Summaries are organized within the following
categories:

® Personal Choice
* Integration ir the Workplace

* Organizing and Financing Community Services
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